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Abstract

In many research settings, the study subject is unable to provide responses, requiring
researchers to find alternative respondents. This thesis explores the use of proxy
respondents in a case control study of premature mortality among Russian men of

working age (25-54 years).

Data obtained from proxy respondents is explored in four ways. Firstly, proxy
questionnaire responses are validated against external data sources which were
routinely collected, blind to case-control status — the city alcohol treatment clinic
(Narcology Dispensary), Social Security and Police records. Secondly, agreement
between proxy and index (control) responses to questions about alcohol use, tobacco
use, health and socioeconomic factors is explored. Thirdly, the effect of proxy type is
explored by examination of proxy-proxy and index-proxy agreement in a subset of
households in which two proxy interviews were obtained. Finally, the impact on

analysis outcomes is explored by mortality analyses using proxy versus index data.

Cohen’s kappa coefficient was used to explore inter-respondent agreement.
Differences in agreement between pairs of respondents were examined using
Agresti’s loglinear model, and the directionality of disagreements were evaluated

using McNemar’s test.

Findings confirm some assertions in the literature. Questions about easily observable
characteristics and behaviours, avoiding excessive detail, subjective or sensitive
topics, elicit valid proxy responses. Proxies tend to over-report alcohol use, but
provide particularly valid responses about tobacco use and socioeconomic factors.
Validity was highest among proxies who were the index’s spouse. However, further
exploration suggested that men who have spouses differ in their behaviour from men
who do not in ways which affect its reporting. There was little additional evidence
that proxy characteristics affect validity. The use of proxy responses biases odds
ratios in this case control study toward more conservative estimates. These findings
are generalisable to study settings which employ a protocol to ensure selection of the
best available proxy.
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Aims

This thesis aims to assess the validity and reliability of proxy respondents in a case-

control study of premature mortality, particularly with respect to alcohol.

Specifically:

1. To systematically review the existing literature on validity of proxy respondent

data in observational studies

2. To investigate the validity of data provided by proxy respondents using data

collected by a major case-control study of premature male mortality in Russia.

Specifically, to:

(i) investigate the validity of proxy respondents with respect to external
data.

(ii) investigate the validity of proxy respondents with respect to index

respondents.
(iii) investigate the importance of the index-proxy relationship.

3. To investigate the impact of proxy respondent data on estimates of the strength of

associations between alcohol and other factors and mortality
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Chapter 1 Does it matter who we ask? The validity
of proxy respondents in observational
studies — a literature review

1.1 Summary of chapter contents

In epidemiology we sometimes need to obtain exposure information about
individuals unable to provide it themselves. One approach to addressing this problem
is the use of secondary, or proxy, respondents as informants about the subject (the
index). Use of this methodology raises the question of whether data obtained from
proxy respondents is valid. This chapter examines the extant literature investigating

the validity of proxy responses with respect to index responses.

1.2 Background

Where the subject of epidemiological research is unconscious, is unable to
understand or respond to questions due to dementia or other illness®¥, has died, or is
unable to respond for other reasons, it is sometimes not possible to obtain exposure
information from the subject themselves. The use of secondary, or proxy,
respondents as informants about the subject (the index) is one approach to addressing
this problem. For example, many studies of Alzheimer’s disease rely on proxy

informants(s‘ 12,25,3443)

, as indexes are considered unable to respond to questions
reliably. Other circumstances where proxies are used include studies of some
conditions among the elderly ©!*!726284443) or children®®*® where, because of age
or cognitive ability, the index may be unable to provide reliable responses. In all
such situations, use of proxies to obtain data is necessary to ensure a representative
sample of the study population{'®, or simply to obtain any data at all. Yet this raises
the question of whether data obtained from proxy respondents is adequately reliable
to be used either at an individual level, or on aggregate to determine exposure
prevalence in study populations.

Of major importance in public health are two common subject areas, alcohol and
tobacco use, which may be primary exposures, or confounders of other associations.
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These areas may perform quite differently to one another with respect to the validity
of proxy-reported data. The phenomenon of under-reporting, denial, in self-reported
responses on alcohol consumption and alcohol problems in particular is well-
documented, although non-differential misclassification and over-reporting*°® are
also possible. It is important to acknowledge that over-reporting by indexes relative
to proxies does not necessarily indicate that it is the proxy who is under-reporting — it
may be that the index is over-reporting“**'*2), Conversely, in most societies smoking
is not generally regarded as a taboo behaviour, especially among adult males, so
reporting of tobacco use is likely to be free of some of the biases we would anticipate
encountering with respect to alcohol reporting™®*'*3-"), This is concordant with the

consensus in the literature!'®*!232427.58-66)

as discussed in this chapter and later in this
thesis. Questions arise regarding the way in which proxies perform in these, and over

a wide range of other subject areas.

These are empirically testable issues. To take this question forward, one must assume
there is a ‘true’ answer to every question posed. In theory, responses which reported
this truth would provide the highest quality data and would be the ‘gold standard’. In
practice, however, the truth may not be obtainable using a questionnaire, and the
direction and magnitude of departure from the theoretical gold standard may vary
according to the respondent asked. In order to assess proxy response quality,
different comparative standards may be used. Proxy response quality can be assessed
either by comparing proxy-provided data with index-provided data, using the index
as the standard, or by comparing proxy-provided data with that obtained from an
objective, external source, as illustrated by Figure 1.1.

Figure 1.1 Comparing proxy reports, index reports and external data - the
example of alcohol

External data
marker of

consumption
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The latter is discussed in the literature and is acknowledged as a reasonable method
to validate proxy responses under certain conditions®”, However, this chapter
examines the former, while recognizing that indexes themselves may be fallible

sources of data, and that in some situations the proxy might be the better data source.

1.3 Materials and methods

A systematic literature review of studies that used proxy respondents to obtain some
or all of their data on alcohol use, tobacco use and other subject areas was carried
out. Databases searched were Web of science, Medline/Pubmed and Embase from
the inception of the databases until 20™ May 2006. Search terms were ‘proxy’,
‘surrogate’, ‘next-of-kin’ or ‘informant’. Only papers written in English were
included. Titles and abstracts of identified papers were inspected individually to
assess whether they related to studies in humans, did not include only children,
specifically evaluated quality of proxy respondents as an aim and explicitly
quantified agreement between index and proxy responses using either Cohen’s kappa
for categorical data, or weighted kappa coefficient for ordinal data, or the intraclass
correlation coefficient for continuous data. Papers using percentage agreement as
their sole statistical method of evaluating agreement were excluded, since this
common way of assessing agreement does not account for the role of chance and
therefore cannot be used to compare across questions. Papers in which the number of
index-proxy pairs was less than 50, and papers where the mode of interview (e.g.
face to face, telephone) differed among proxies and indexes were also excluded.

The remaining papers were obtained. Data extracted from each study included
statistical methods used to compare proxy and index responses, and the effect of the
following on index-proxy agreement: index characteristics; proxy characteristics;
proxy selection method; index-proxy relationship. Where kappa values were
available, degree of agreement was classified in accordance with the scheme
developed by Landis and Koch®”: <0, poor; 0.00-0.20, slight; 0.21-0.40, fair; 0.41-
0.60, moderate; 0.61-0.80, substantial; >0.8, almost perfect.
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14 Results

The initial inclusion terms yielded 2161 papers. 1615 were excluded based on the
exclusion terms. A further 443 were excluded following inspection of titles and 71

more after inspection of abstracts, leaving 32 papers for detailed assessment. These

papers are summarised in Table 1.2.

The majority of the 32 papers examined were based on cross-sectional surveys, with
the remainder being case-control studies and one cohort study. Studies varied in size
from 81 to 10011 index-proxy pairs, with larger studies tending to use telephone or
self-administered questionnaires, and smaller studies using face to face interviews as
the mode of data collection. Study subjects varied widely, including people with
brain injury, Alzheimer’s disease or dementia, men and women aged over 65 years,
cancer patients and patients recovering from injuries, as well as some randomly
selected population based samples. The choice of also proxy varied between studies,
with some only considering specific proxy types (e.g. spouse, next of kin), some
using index-nominated proxies or caregivers, and others using whoever was
available. As described above, only studies using Cohen’s kappa coefficient or ICC
were considered, however it was noted that only one third of the eligible studies
calculated precision estimates for these parameters. Some studies detailed procedures
taken to avoid data contamination, which is potentially caused when index and proxy
respondents have the opportunity to communicate with one another and possibly
discuss their responses between interviews which may then influence responses

given by the second respondent. However, many did not provide this level of detail.

14.1 Alcohol

The literature on proxy-reported alcohol consumption is wide-ranging and findings
by different investigators are largely complimentary®”!%242"), The key findings are
summarised in Table 1.1. Broad indicators of alcohol consumption (average
frequency, average number of drinks per occasion) show almost perfect index-proxy
agreement when classified into ordinal categories®™?¥, and alcohol consumption
status (yes/no) shows substantial agreement®”. Composite measures of daily alcohol
consumption (grams) show only moderate agreement®¥ with considerable variability

between pairs at the individual level”. Reliability may vary according to alcohol
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type: there is a suggestion it is highest for wine but only moderate for beer and hard
liquor, although this could reflect differences in drinks consumed inside and outside
the home, and thus whether they are directly observable by the proxy?*. There is a

suggestion that agreement for binge- and heavy drinking is moderate/good®?.

14.2 Tobacco use

There was a consensus in the literature regarding index-proxy agreement on cigarette
use *10232421) yhereby agreement depends on the required level of detail: whereby
there is ‘good’ to ‘excellent’ agreement about general cigarette-use (current/non/ex-
smoker)®242), but ‘poor’ agreement for more detailed information, such as brand
smoked and number of years of smoking. There is no clear consensus when
examining agreement on amount. Some authors suggest that detail beyond that
required to calculate pack-years is hard to obtain®®, whilst others found agreement
for current amount to be almost perfect®”. This lack of consensus may be due to the
wide range of data collection methods and study settings which addressed this

subject area. The key findings are summarised in Table 1.1.
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Table 1.1 Key findings related to index-proxy agreement on alcohol and
tobacco use

Study Study Design Comment
details
Demissee,  Cross sectional survey. Self- Observed ‘almost perfect’ agreement on overall
S.etal administered questionnaire carried smoking behaviour (kappa = 0.87).
2001 © out by non-demented Alzheimer Observed ‘substantial’ agreement on overall alcohol
sufferers (index) compared with two  use (kappa = 0.74).
proxies. n=81
Graham, Men and women aged 25-64 who Found no evidence that proxies systematically over-
P. and were representative sample of or under-reported drinking frequency (kappa = 0.79
Jackson, myocardial infarction controls and among cases, 0.80 among controls)

R. 1993 small number of cases from a larger
case control study interviewed face
to face. Closest next of kin (proxies)
interviewed 6-8 later. n=514,

Hatch, Cross-sectional survey of prenatal Found evidence of considerable misclassification with

M.C.etal  patients recruited from obstetric respect to alcohol use even though statistics

1991 (19 services and their spouses/partners. sometimes indicated good index-proxy agreement.
n=136. Found agreement on smoking behaviour to be high

(Private patients: kappa = 0.84 for first trimester
smoking, 0.95 for current smoking; public patients
0.84, 1.00 respectively)

Navarro, Cross-sectional survey. Of adults High agreement on smoking status between index and
A.M. 1999  randomly selected. Index and proxy  proxy (kappa = 0.76-0.91), although this differed by
@) completed detailed interview by ethnic group

telephone (n=10011)
Nelson, Case control, interviewer- Alcohol consumption showed varying range of
LM. etal administered interviews of all agreement depending on measure. Lowest agreement

1994 @ controls and their proxies and where ~ was for grams per day (kappa = 0.52). Highest
possible of cases and their proxies agreement was for amount of drinks per occasion

from case-control study of (kappa — 0.83) and frequency of drinking (kappa =
spontaneous subarachnoid 0.82).

haemorrhage. n=283 (control pairs),  Cigarette smoking history showed very high

68 (casc pairs) agreement (kappa = 0.79 —0.93)

Passaro, Cross sectional study of pregnant Kappa coefficient for drinking status showed

KT.etal women. Index and spouse (proxy) ‘substantial’ agreement (kappa = 0.74).

1997 @0 both completed self-administered Kappa coefficient for smoking status ‘almost perfect’
questionnaire. N=8414, (kappa = 0.90)

1.4.3 Other subject areas

Proxies tend to be good informants for easily observable socio-demographic
characteristics including marital status, education and for body habitus
measurements('®?"), Although there is an extensive literature examining proxy
responses in studies of occupational exposures (e.g. asbestos), no studies met the
inclusion criteria employed here. There is, however, a suggestion that responses are
more accurate when asking about current rather than past occupational exposures.
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There is a lack of consensus regarding the extent of index-proxy agreement among
ten studies addressing reports on physical health and symptoms®61416.17.242631)
There was a tendency for proxies to display moderate or better agreement when
reporting overall health and easily observable, especially ‘chronic physical’
conditions, and for visible and unambiguous medical history items (e.g. diabetes,
amputation). Agreement is lowest for conditions that are either private or very
general. Agreement is generally higher for physical activities of daily living (PADL)
than for instrumental activities of daily living (IADL). The former tend to be more
easily observable and less subjective than IADL®V,

Five reviewed studies addressed psychological state>®16172%) There was a consensus
that index-proxy agreement was only fair for emotional states and emotional and
nervous conditions and psychological well-being, since these feelings tend to be
private and not well-known by proxies!®!”, Observable facets of social networks
and social interaction are well-judged by proxies. As might be expected however,
proxies are poor judges of perceived emotional support®. Life events are often used
as indicators of exposure to stress; agreement is substantial for public and observable
(e.g. death of a parent), and lower for other (e.g. serious illness of a spouse), life
events®, There is a suggestion that proxies are not able to accurately capture a

patient’s own perception of their quality of life and tend towards underestimation®®®,

Only two studies were identified addressing physical activity®2*: little information
is available on physical activity as such data tend to be collected on healthy subjects,
a group that do not require proxy respondents. The available literature indicates that
broad indicators of physical activity level (PAL) show very good, whilst detailed
aspects show only moderate agreement®”. Substantial agreement for both leisure and
work-time activity was reported, using 3-point scale'®.

1.4.4 Index and proxy attributes

Nine reviewed papers identified specific index attributes and were largely in
agreement in their assessment of how these affected proxy response quality!”
216.18.19222629) No difference in quality of response was found by index’s age or
sex'®), nor did there tend to be any difference in either quality of response or response
rate by case-control status”>!%192226) ther than when the examined condition was
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difficult to observe (e.g. back pain)®. Due to the impossibility of comparing any

proxy response with the ‘true’ subject response, the above findings should not be
generalised to studies where the index has died.

Fourteen papers assessed the quality of proxy responses obtained(#-1%14.16:192029.33)
according to proxy age and sex, and the index-proxy relationship. Most studies
agreed that spouses provide highest-quality data and highest response rate, but there
is no clear consensus on the optimal order of relationship beyond that*"-10:141924)
and several studies have found little effect of relationship type of relationship on
agreement level72%?%), 1t is reported elsewhere to be the quality and nature, rather
than formal relationship (e.g. spouse, sister etc), which most affects the proxy
response quality®'*!%292%) Depending on question content, the proxy attributes age

and gender have been found to affect response quality®#2%3),

There is consensus in the literature that caregiver proxies overestimate disability and
underestimate index’s independence, function and quality of life, and that the extent

of index-proxy disagreement increases with increased caregiving burden*!¥,

1.4.5 Question style

Ten identified papers focused on the effect of the way in which questions are asked
on proxy data quality 48!1416.17.222931336%) There was a consensus that broader
categories and reduced detail in question design increase agreement*!6223!23), and
questions requiring a yes/no answer or that assess concrete, observable information
show better agreement than questions requiring judgement, opinion, firsthand
experience of activities outside the home, or the proxy’s subjective perception.
Agreement is also reported to be highest for recent exposures®*??. Mode of
interview appears to affect response quality: agreement in telephone interviews tends
to be lower than in face-to-face interviews, although this is difficult to interpret as a
number of other factors vary between studies that use different modes of interview.
No study was identified here that explicitly set out to evaluate the agreement using
different interview methods.
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14.6 Response rates

Response rates differ between proxy and index respondents, due to different

£64.69),

exposure knowledge and altered motivatio : missingness is often greater for

proxy than index responses®®?%, This has implications for study power due to

(64,69)

smaller sample sizes , and may lead to biased effect measures depending on the

reasons influencing non-response.

There is some evidence that non-response rate may be affected by choice of proxy,
with the highest response rate observed when spouses are proxies and lower rates
observed for distant relatives and friends compared with first degree

relatives®5820.70)

In case-control studies, proxy response rates may differ between groups also leading
to biased effect measures. However, Poulter et al found mainly non-significant
differences in the proportion of ‘don’t know’ responses between case and control
proxies in a case-control study examining reliability of data from proxy respondents,
and found little difference in recall bias®. Non-response is dependent on both the

proxy-index relationship and on the type of questions asked®:632:33.64)

1.5 Discussion

This chapter provides a thorough evaluation of the available research investigating
the reliability of proxy respondents in observational studies. The issues explored here
have previously been the subject of three overviews®>"!"">, but none was exhaustive:
Sprangers and Aaronson'™® concentrated on the use of health care providers as
proxies in evaluating quality of life among patients with chronic disease; Neumann et
al”" reviewed the validity of care providers and ‘significant others’ as proxy
respondents in studies of adults aged 60 and older, in 24 studies investigating
functioning, physical health, cognitive status and psychological well-being; Nelson et
al®® provide an overview of the impact of proxy-provided information on the
exposure-disease association in epidemiologic research, but their paper was a
theoretical discussion of the issue rather than a literature review. The current chapter
is a comprehensive review of the literature comparing proxy to index responses to
surveys, which confirms the findings of the previous three overviews, whilst
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additionally investigating all types of proxy respondent, index subject and study

question.

There are several limitations inherent in examination of this range of studies.
Methods of information collection from respondents were not always internally
consistent. In some studies, index and proxy separately undertook an interviewer-
administered questionnaire within a short time period, with the same interviewer.
This is the ideal data collection method for ensuring data comparability, since little
opportunity arises for data contamination between interviews. However, elsewhere
there was a lengthy delay between interviews allowing ample opportunity for data
contamination. Additionally, the literature reviewed is very heterogeneous with
respect to study design and methods, characteristics of indexes and proxies and the
exposures and outcomes being investigated. Consequently, comparisons are often

difficult. Despite these limitations, some clear conclusions emerge.

The quality of responses obtained from proxies in observational studies is variable,
depending on factors relating to the content and style of the question. Alcohol use
elicits a wide range of index-proxy agreement depending on the specific context and
question. Agreement tends to be highest where questions focus on broad indicators of
alcohol consumption (e.g. average frequency of drinking alcohol) rather than detailed
information, and in general appears to be highest for questions about wine and lower
for other alcohol types. Questions asking about comparatively observable measures
of alcohol consumption also elicit better agreement than those asking about
behaviours which are difficult for a proxy to observe (e.g. alcohol consumption
outside the home). It is important to note that these findings cannot be generalised to
very heavy drinkers, since such individuals tend to not respond to surveys or even be
identified within target populations, and hence the behaviour of this extreme group is
not usually captured in observational studies. Contrastingly, tobacco use is almost
uniformly well-reported by proxies with respect to index reports, provided questions
again focus on easily observable aspects of this behaviour (e.g. brand smoked) rather
than attempting to obtain detailed information such as number of cigarettes smoked
per day. Assessment of psychological state is fairly unreliable. This is expected
since, while a proxy may be able to infer certain things from observed behaviour, it is
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impossible to have reliable knowledge of the index’s internal state of mind. This is,

however, the only area where reliability is consistently poor.

In general, proxy responses agree more closely with index responses when the
question addresses easily observable, objective measures or where the subject matter
is not embarrassing or awkward. Questions asked using broad yet clearly defined
categories, without seeking high levels of detail, tend to elicit greater agreement.
Greater agreement is also achieved when questions are asked face-to-face by a
trained interviewer, rather than by telephone or via a self-administered questionnaire.
These findings are supported by the results investigating specific question content,
which consistently showed that questions asked on recent or current, less detailed
and more easily observable exposures elicit higher agreement than more detailed

questions, or those addressing past exposures.

The quality of responses obtained from proxies in observational studies also varies
according to characteristics of the proxy. There is a general consensus in the
literature is that spouses provide most reliable proxy data and yield the highest
response rate. These findings suggest that it may be relationship quality, such as the
amount of time regularly spent together or number of years the index and proxy have
known one another, rather than formal relationship (e.g. spouse, daughter), which has
greater impact on quality of responses. The evidence presented here shows that
reliability also diminishes as caregiver burden increases. This further indicates the
importance of the state of mind of the proxy themselves in the accuracy of their
responses — it may be hypothesized that the increased burden falling on caregivers
renders them liable to overestimate incapacity through heightened awareness of the

index’s problems.

The extant literature is inconclusive regarding direction of misclassification of proxy
responses in comparison to index responses. Random, or non-differential
misclassification may be greater for proxy than index respondents, leading to
precision loss, although odds ratios computed using either proxy or index data where
misclassification is non-differential are similar in magnitude’?**>), However, proxies
may systematically over- or under-report exposure information compared with
indexes, both of which would lead to biased estimates of exposure prevalence!!6244%);

systematic over-reporting would lead to over-estimation of effect measures in cross-
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sectional surveys, whilst in studies employing a comparison group, the direction of
proxy exposure misclassification may differ between groups resulting in gross over-
or under-estimation of the effect measure, i.e. if proxies for cases in a case-control
study tend to over-report exposure whilst proxies for controls tend to under-report,
the resulting odds ratio for the effect of the exposure on outcome will be
substantially biased towards overestimation. Evidence presented here indicates that
case-control] status seems unrelated to proxy reporting bias, suggesting that effect
measures obtained when using proxies for cases or controls would be unbiased.
However, the very limited evidence in this area limits the possibility of drawing firm
conclusions in this matter. Future research would greatly benefit from a quantitative
investigation into the extent of bias introduced into estimates of measures of effect
when using proxy respondents. In the specific situation that the case has died, there is
very little literature describing extent of misclassification, and it is not possible to

generalize other study findings to this extremely specific situation.

Several researchers argue that proxies provide reasonable data. Demissee et al®,
describing reliability of proxy information collected in family studies of Alzheimer’s
disease concluded that the ‘study supports the reliability of proxy responses for most
categories of questions that are elicited in typical epidemiological studies’. Others
have identified question categories where proxy use is inappropriate. For example, in
assessment of internal psychological states such as pain, anxiety and self-assessed
quality of life, by definition the answer must be given by the index. Magaziner et
al"® observed proxies to be poor judges of perceived emotional support: a proxy can
offer their opinion of the index’s internal psychological states, but their response
answers a different question. It must be accepted that such questions cannot be

addressed when the index is unable to respond.

In summary, therefore, proxy informants can be a useful source of information in
observational epidemiology where the index, is unable for whatever reason to
provide information about him or herself. The reliability of that information is
considerably greater where that being asked about is directly observable and where
the proxy is in a position to observe it.
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Chapter 2 The Russian mortality crisis

This thesis is concerned with an exploration of issues associated with the use of
proxy respondents, using data collected by a case-control study of premature male
mortality in Russia. In order to provide the context for this study, this chapter

provides an overview of the Russian mortality crisis.

2.1 Summary of chapter contents

This chapter begins by describing the low and dramatically fluctuating life
expectancy in Russia over the past few decades. It then outlines the evidence to date
which implicates alcohol as a possible causal factor driving these fluctuations, and
introduces the Izhevsk Family Study, conceived to address the association between

recent alcohol consumption and mortality.

2.2 Poor life expectancy in Russia

Life expectancy in Russia has been falling since 19657, The shrinking population is
expected to continue to decline by over 30% during the next half century, a decline
unprecedented among industrialised countries””. As in other former Soviet states,
life expectancy in Russia among men in particular has been consistently low over the
past 50 years, but whilst in many other countries in the Commonwealth of
Independent States® life expectancy has started to improve, Russia’s life expectancy
remains low, following gradually falling mortality rates between 1965-1980 and
dramatic fluctuations in rates since 19857°"® (Figure 2.1). These fluctuations
included an unprecedented, dramatic drop in life expectancy following the collapse
of communism in 19917?, The gender gap in life expectancy has widened during
recent years: by 1993, male and female life expectancy had fallen to 59.0 and 70.0
years respectively, and according to the most recent data compiled by the World

* Commonwealth of Independent States, created in December 1991. Azerbaijan, Armenia, Belarus,
Georgia, Kazakhstan, Kyrgyzstan, Moldova, Russia, Tajikistan, Turkmenistan, Uzbekistan and
Ukraine.
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Health Organisation (2006), the average life expectancy for Russian men is 59.1
years, while that for Russian women is 72.4 years®**?, lagging behind EU member
states by about 16 years for men and 9 years for women. The gender gap continues to

increase %8V,

Figure 2.1  Russian life-expectancy at birth 1970-2002®"%%9
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2.3 The role of alcohol

It has been widely suggested in the literature that alcohol is a major determinant of
these recent mortality fluctuations” ¥ An estimated 67 000 Russians die of
alcohol poisoning each year, with a rural death rate for alcohol poisoning of 128 per
100 000 among adult men. Using a variety of indirect methods of estimation, it has
been suggested that a third of total deaths in Russia are attributable to alcohol-related
causes®”. Following Gorbachev’s anti-alcohol campaign of 1985-6, official alcohol

consumption statistics indicated a radical fall in alcohol consumption®**")

, and this
was accompanied by an immediate rise in life expectancy among males. In the late
1980s the impetus of the anti-alcohol campaign reduced, and this was associated with

an increase in alcohol consumption. After the collapse of the USSR in 1991 life
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expectancy at birth sharply fell, providing indirect evidence of the role of alcohol in

these mortality fluctuations.

Closer inspection of cause-specific mortality rates reveals that during this period of
dramatic variation in all-cause mortality rates, the largest fluctuations were observed
in alcohol-related causes, including acute alcohol poisoning and violent and
accidental deaths®®'®» which unequivocally mirrored the pattern of all-cause

mortality fluctuations. More than three quarters of all those convicted of homicide

(92,94)

were reported to be intoxicated at the time , as were most victims for whom data

(%92) "and it has been shown by some researchers that there is a positive

(94)

was available
and significant relationship between alcohol consumption and homicide rates
Large changes were also observed for cardiovascular mortality, in the form of sudden
death due to coronary heart disease®™®, The fall in alcohol consumption levels
following the campaign was accompanied by an abrupt and immediate decrease in
rates of alcohol-related harm®", Such an immediate impact of changes in alcohol
consumption on life expectancy is suggestive of an immediate protective effect of
reduced alcohol consumption on mortality. The possibility that these fluctuations are
artefacts of problems in data collection is addressed by examination of mortality

rates from cancers!’”

, which would be expected to show a similar pattern of
fluctuations to other causes if this were the case. However, as observed in Figure 2.2,

these showed very little variation throughout this period.

However, the actual level of alcohol consumption in Russia remains unclear. It is
difficult to obtain accurate estimates, since statistics on alcohol consumption only
cover officially recorded sales and production, and unregistered sales and production
are likely®>889019%)  Attempts have been made to extrapolate sales by examination
of gaps in official statistics®”, and to estimate the amount of samogon - the
predominant form of alcohol illegally produced — from the amount of surplus sugar
sold in 1983-86, its key ingredient®", but nonetheless, it has been suggested that in

recent years, the bulk of consumed alcohol has evaded official estimates®®.
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Figure 2.2 Cause-specific standardised death rate in Russian males aged 0-64,
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Correspondingly, some researchers have found alcohol consumption to be lower than
expected. One study found alcohol consumption to be similar to that found in
Finland and the proportion of adult men who drink daily to be lower than that in
most of Europe(”), and another survey found low levels of self-reported alcohol
consumption in Russia®®. It has been suggested by some researchers that there is a

stigma attached to alcoholism®”

in Russia, which may be responsible for
underreporting by what may be a greater extent than elsewhere, although others
argue that drinking does not seem to bear a social stigma in Russian men, and

therefore alcohol consumption is unlikely to be systematically underreported®®.

Regardless, the reputation of Russia when it comes to alcohol is that of a nation of
heavy drinkers with vodka occupying a central place in Russian life®*%). In his
State of the Nation address on the 25" April 2005, President Vladimir Putin
suggested that attention should perhaps turn to a subject ‘which is difficult for
[Russian] society — the consequences of alcoholism’®. In Gorbachev’s opinion,
vodka, which recently had its 500 year anniversary, ‘has done more harm than good
to the Russian people’'®. It is widely thought that the yearly consumption of
alcohol is higher in Russia than anywhere else in the world®”, and at least half of

(74)

it1% even up to 75% ", in the form of vodka. It has been agreed by several authors
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that alcohol consumption increased in the 1990s in Russia®%%%")

, and in 1997, most
estimates suggested that the level of alcohol consumption in Russia was 13-15 litres
of pure alcohol per capita and rising (compared with between 8-9 litres per capita in
the European Region during the same period®”), although with much variation in
consumption pattern™*?. In 1992, 4.5 million alcoholics were under medical
observation in the USSR, and for every alcoholic it is estimated that there are three to
four alcohol abusers'®". Russia is a country where it has been suggested that alcohol
consumption tends towards ‘binge-drinking’ rather than regular drinking®®*®). The
suspected wide availability and low cost of alcohol after the collapse of the Soviet

Union could have contributed to the prevalence of such drinking patterns.

The suggestion of a causal association between alcohol consumption and mortality in
Russia has not gone unchallenged. The fact that relative changes in mortality for men
and women have been similar, despite currently very low levels of alcohol
consumption in Russian women®®®® has been taken to contradict the view that
alcohol plays a major role in the mortality fluctuations®, In addition, Deev and
colleagues found no clear association between alcohol intake and mortality after
adjustment for other risk factors in the results of a cohort set up in Russia in the
19705,

In particular, attention has been paid by some researchers to the observed increases
in deaths in Russia due to cardiovascular disease. This contradicts what has been
established in Western populations about the association between cardiovascular
disease and alcohol consumption. There is a well-established protective effect of
moderate alcohol consumption on mortality from coronary heart disease®%?%103-105)
However, it is thought that binge drinking is detrimental to health, contributing to a
marked increase in cardiovascular morbidity and mortality, particularly mortality
attributable to cardiovascular causes, including sudden cardiac death®*'%®, Such
associations may be particularly important in Russia, although there is a lack of
convincing supporting evidence to date. Britton and McKee®” reported
cardiovascular mortality to be increased in heavy or binge drinkers in a review of 7
studies investigating the association between heavy or binge drinking on
cardiovascular disease. However, these studies could not differentiate between

frequent heavy drinking and episodic binge drinking because of the indicators
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used®®. The Udmurt Study'®® found evidence of strong intoxication in at least
13.5% of deaths from cardiovascular disease, although not at levels usually though to
be fatal. The British Regional Heart Study '% found heavy drinking to increase the
risk of sudden cardiac death, but could not demonstrate overall increase in mortality
from coronary heart disease in heavy drinkers. One study found the adjusted relative
risk of cardiovascular mortality to be 2.05 (95% CI 1.09-3.86) in a small group of

frequent heavy drinkers®®

although this was reported not to be necessarily associated
with episodic binge drinking. Following the observation that deaths from
cardiovascular disease increased at weekends, it was suspected that there was a link
between binge drinking and cardiac death®”. The health risks corresponding to binge
drinking in Russia could have been further exacerbated by the lack of state control

over the quality of obtainable alcohol.

It has been proposed that levels of alcohol consumption based on official estimates
have been too low to produce such a large impact on mortality. It has also been
suggested that an increase in alcohol consumption alone would not have been
sufficient to explain the elevated mortality rates, and would have had to have been
accompanied by a high increase in the relative risk related to alcohol, of a magnitude
deemed unlikely: other factors such as socioeconomic deprivation, nutritional factors
or psychosocial stress must therefore be responsible for the acuteness of mortality
changes. Such factors, however, may of course be partly mediated by alcohol®,
Traditional risk factors for cardiovascular disease such as smoking, physical activity
and lipid levels have been found to have little predictive value in Russia and there is
growing evidence that other factors are involved”''?. Additionally, it has been
noted that the anti-alcohol campaign in Russia took place simultaneously with
perestroika - other serious political and social changes — which could have had their
own large impact on mortality®”, although it is hard to imagine that such causes
would have had such an immediate influence as that observed.

Whilst examination of the dramatic fluctuations in cause-specific mortality rates is
suggestive of an acute exposure, the conclusion that alcohol is a causal factor is
tentative due to poor knowledge of Russian alcohol consumption patterns, and the
existence of contradictory views. At the end of the 20" century, there was a clear
need for a well-defined study in this field®®. The challenge to understand the reasons
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behind such sharply fluctuating Russian mortality rates required detailed examination
of exposures occurring shortly before death, and this approach was taken by the
Izhevsk Family Study which began in 2003. This study addressed the hypothesis that
the severe fluctuations in Russia, in particular in men of working age’®), are
attributable in large part to alcohol-related causes of death. The Izhevsk Family

Study is described in detail in the following chapter.
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Chapter 3 The Izhevsk Family Study: design
overview

There is a consensus in the literature that further evidence is necessary to resolve
uncertainties over the association between alcohol consumption and the historically
observed acute fluctuations in mortality from many causes including cardiovascular
deaths in Russia. The Izhevsk Family Study addressed this question with a case-
control design that used proxy respondents, and focused on a central hypothesis: that
the severe fluctuations in mortality in Russia, in particular in men of working age,
are attributable in part to the effect of hazardous alcohol consumption. While the
case-control study could not address this issue directly, it aimed to identify whether

recent drinking was associated with mortality.

The methodological research presented in this thesis is based on data collected by the
Izhevsk Family Study.

3.1 Summary of chapter contents

This chapter begins by describing the Izhevsk Family Study aims, design and the
rationale behind the use of a case-control study to address these study aims. It then
describes the development of study methods including the protocol for selection of
the best proxy respondent, and finally gives a detailed description of the sources of

data collected, and development of the questionnaires.

3.2 Izhevsk Family Study aims

The scientific aim of this project was to investigate which causes of mortality in
working age men in Russia are associated with patterns of alcohol consumption.

Specifically the study aimed to:

a) Estimate the strength and direction of associations between recent and habitual
alcoho] consumption and risk of death (2002-2003) from specific causes among
men aged 25-54 years in a major Russian city (Izhevsk)
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b) Identify socio-economic factors and other characteristics of individuals that are
associated with mortality, especially those whose effects may be mediated

through alcohol consumption

33 Background

3.3.1  Why a case-control study?

Since the central exposure of interest was alcohol as a proximal exposure, the best
study design for this research question was a case-control study, which allows
detailed data collection on recent events and multiple exposures for a relatively rare
outcome. Considering the aims of this study, a longitudinal study design could
theoretically be appropriate, in which a cohort of men living in Russia could be
interviewed at baseline and followed up until the occurrence of the stated outcome,
death from any cause. Despite the advantage of being able to interview the indexes
themselves, and reduce information bias due to case/control status of the index by
prospectively, rather than retrospectively, collection data, a cohort design is not
feasible in this Russian context for two reasons. Firstly, in order to be able to draw
inferences about the link between mortality and recent drinking, it would be
necessary to re-interview men at frequent intervals to ensure that detailed
information on recent alcohol consumption was collected a short interval before
death. This would be logistically complicated and extremely expensive and time-
consuming. Secondly, the size of the cohort required would be prohibitively large:
the case-control design succeeded in obtaining interviews for approximately 60% of
deaths occurring in the entire male population of Izhevsk aged 25-54, according to
official records. In order to obtain the same number of events in a cohort design, then
assuming a similar response rate, it would be necessary to follow up the entire male
population of Izhevsk aged 25-54 for a period of 3 years, or alternatively half this
group for a period of 6 years (approximately 100 000 men), etc. In Russia at the
present time, such a cohort would be very difficult to set up.
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3.32 Study setting

The Udmurt Republic, population 1.6 million, is part of the Russian Federation. It is
relatively highly urbanised: in 1998, 70% of its population was living in cities. The
capital city, Izhevsk (population 700 000), is located 1300 km south east of Moscow
in the middle Urals. The mortality profile of the Udmurt Republic is similar in most
respects to that of Russia as a whole: in 2001, life expectancy at birth in the
population of Udmurtia was just slightly higher (male: 58.8, female: 72.4) than the

national figure (male: 59.0, female: 72.3)*!V

, with similar patterns of mortality by
age and cause of death, with the exception of suicide, which in the Udmurt Republic

is appreciably higher than the Russian average.

Table 3.1 shows the mortality distribution of 3274 men aged 25-54 identified by the
Izhevsk Family Study in 2003, and the distributions for Udmurtia and Russia as a
whole for the same period. It is clear that the mortality distribution in Izhevsk is
broadly representative of that in each of the two larger regions.

Table 3.1 Comparison of death distribution in Izhevsk with Udmurtia, and
Russia as a whole, in males aged 25-54 in 2003®

Cause of death Russia 2003 Udmurtia 2003 Izhevsk study
n % n % n %
Infectious and parasitic
diseases 21608 4.9 227 4.2 98 3.0
Cancer 3311 7.5 341 6.3 195 6.0
Mental and behavioural
disorders 3733 0.8 80 1.5 33 1.0
Circulatory disease 133580 30.2 1448 26.6 914 27.9
Respiratory disease 25107 57 404 7.4 293 8.9
Digestive disease 25914 5.9 455 8.4 313 9.6
External causes 165884 376 2264 416 1226 374
Other causes 32704 7.4 221 4.1 202 6.2
Total 441641 100 5440 100 3274 100

34 Summary of design

The Izhevsk Family Study is a case-control study based on 1750 deaths from all
causes among male residents aged 25-54 years of the city of Izhevsk, registered over
a twenty-four month period (2003-5). Notification of cases was received from the
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city vital registration burecau (ZAGS), and male controls were selected at random
from computerised voters lists (which include name, address, date of birth and sex),
and were frequency-matched to cases by age group on aggregate. Interviews were
conducted with proxy informants who live(d) in the same household as the case or
control by trained interviewers using questionnaires to elicit information on alcohol
consumption and associated behaviours, socio-economic  circumstances,
employment, education, smoking and other behavioural factors. Controls themselves
were also interviewed. Apart from the questionnaire, four external sources of
information were also employed: direct evidence of alcohol abuse was obtained from
records of treatment in the city Narcology Dispensary (Izhevsk’s alcohol and drug
treatment clinic); objective information about cause of death was collected at
autopsy, which was carried out for all cases; evidence of any prison stays was
obtained from police records; evidence of current benefits obtained and disability

status were collected from the Social Security bureau.

3.4.1 Piloting phase

The questionnaire and other data collection methods were piloted during the period
May - July 2003. This was an iterative process with 5 distinct stages, described in
Table 3.2 below. All piloting was carried out in Izhevsk.
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3.5 Description of methods

The flow of information in the Izhevsk Family Study is illustrated by Figure 3.1

Figure 3.1 Detailed information flow
CASE CONTROL
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352 Case definition

Cases were male Izhevsk residents aged 25-54 years dying from any cause. All
deaths in the city were notified to the study team within 10 days of occurrence
through links with medical institutions, and the local statistical bureau (ZAGS).

Copies of the medical and civil death certificates were obtained with cause of death
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coded to the 10" revision of the International Classification of Diseases (ICD). All
relevant routinely collected information from autopsy reports (including blood
alcohol in the case of forensic autopsies) was also collected. This enabled assessment

of the validity of the certified cause of death.

3.5.3 Control definition

For each case, one control was selected at random from the computerised electoral
register compiled in July 2003 which contains full name, address, sex and date of
birth. This allowed frequency-matching on age group on a monthly basis of the case
and control samples: each month a new list of controls was compiled, whose age
distribution was adjusted according to the previous month’s age distribution of
successfully contacted case and control households, in order to ensure that the

controls were frequency-matched by age to the cases.

3.54 Identification of appropriate proxies

Since cases were men who died, the study design required the use of proxy
respondents to obtain information on the cases. In order to ensure comparability of
data collected about cases and controls, proxies were also used as respondents in case
households. The use of proxies introduced issues of data validity into the design,
which were carefully considered in an attempt to minimize any negative effect on
data quality. The ‘best respondent’ was selected for each index as described in the
following section. In addition, careful consideration was given to questionnaire

design, as described in section 3.6.1.

Within 6 to 8 weeks of the death of each case, the address of the deceased was
visited by a trained interviewer. This period was selected in order to respect the
traditional 40 day mourning period, whilst simultaneously minimising recall time.
The interviewer established whether the case lived at that address at the time of
death, and whether there was a suitable informant with knowledge of the study
subject living in the household who would be prepared to be interviewed. Records
were kept of all attempted visits to households regardless of outcome. The detailed
protocols pertaining to the procedure of proxy selection and courses of action when
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the listed address was not correct is included in Appendix 1, along with documents

developed to record this aspect of the fieldwork.

For controls, interviews were carried out within 4 weeks of the date of issue of the
subject to the fieldwork team, in order to maximise comparability with the case

protocol. The address of interest was that at which the control currently resided.

Controls and their proxies were interviewed at approximately the same rate as case

proxies, with frequencies matched on age distribution adjusted on a monthly basis.

Selection of the best proxy informant

In accordance with the findings of the literature review in Chapter 1, one approach
adopted to maximise the validity of the responses was to select the proxy who was
most likely to have directly observed - and hence be able to remember - the
characteristics and behaviour of the index over a mid-term time scale (the past 12
months or longer before death/the current time) as well a over a very short-term time
scale (the week before death/the current time). This permitted investigation of
behaviours immediately before death that may have caused or contributed to the
death. The ‘best informant’ was someone who had been living with the index for
unbroken period of at least 6 months at the current time/at the time of death (for
cases). Where there was more than one potential informant with comparable duration
of co-residence the individual was selected according to their relationship to the
index, in the order prescribed by the literature review findings:
wife/girlfriend/partner, sister, mother, brother, father, offspring, other. A number of
possible situations made selection of the best respondent less straightforward; during
piloting stages a detailed protocol was developed in order to guide the proxy
selection in all circumstances. For example, where the index lived alone they were
simply excluded. If, however, the index had recently moved out of his permanent
residence to a new address without the rest of his household or the potential
informants had recently moved away from, or in to, the index’s permanent residence
and had therefore not lived with the index continuously for the previous 6 months,
interviewers followed a series of detailed steps to ensure a consistent proxy selection
process. This protocol is found in Appendix 1, and was used by the interviewer in
every household visited, at the point of initial contact.
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3.5.5 Interviews

Each month, a list of cases and a list of controls were supplied to the fieldwork team
(the case list being compiled from information obtained from ZAGS, and the control
list being compiled to match the age distribution of cases, from the list of possible
controls obtained from the electoral roll). The households were allocated to the
interviewers, who then attempted to locate the addresses supplied within the
prescribed time period. The outcome of every household visit was recorded on
case/control ‘navigation sheets’ (Appendix 1). Once a household was located, and
the best available proxy respondent identified, the interviewer gave the respondent an
information sheet describing the study aims and methods and assuring the
respondents of confidentiality of information (Appendix 1). Verbal consent was then
obtained by the interviewer before carrying out the interview. This was obtained in
preference to written consent due to awareness of local cultural issues regarding fear
of signing official documents, and concerns regarding how this would impact

respondent participation.

A protocol described the procedure to be followed by interviewers when attempting
to obtain case or control interviews. In control households, there was a particular
concern regarding data contamination between control and control proxy interviews
which could lead to data quality problems. In order to avoid data contamination,
interviewers were required to obtain the control interview either on the same visit to
the household as that during which the proxy was interviewed, or on a subsequent
one. Proxies were encouraged not to discuss the content of the interview with the
control, also in order to avoid contamination of the control responses by the proxy. In
both case and control households, it was recommended that nobody was in the room
during the whole, or part of, the interview, since this could influence responses. Any
interruptions or lack of privacy were recorded by the interviewer. The questionnaire
is discussed in detail in section 3.6.1. The entire fieldwork process was summarised
in an information pack compiled by the fieldwork coordinator and supplied to

interviewers, ‘Description of questionnaire survey fieldwork’, found in Appendix 2.
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Validation interviews

In addition to the interviews with case proxies, control proxies and controls, in a
subset of households, a second proxy of a different informant type were also
interviewed (e.g. wife and mother). This was restricted to 200 case and 200 control
households. This number was chosen to be feasible given limited resources.
Validation interviews were carried out specifically to allow an assessment of the
extent to which the relationship of the informant to the index influences response,
since they provided a sample of households in which different proxy types can be
compared, whilst automatically controlling for known and unknown attributes of the

index which may affect the validity of proxy responses.

During the period November 2004 — July 2005 when validation interviews were
being undertaken, interviewers were instructed to complete the 1* proxy interview as
normal, and for control households also the control interview, in accordance with the
usual protocol. It was only at the end of the core interview(s) that the interviewer
enquired whether there was a second respondent willing to be an informant. This
order of events protected the usual interviews from being affected by the additional

validation interviews.

If an additional proxy respondent agreed to being interviewed, the interviewer was
instructed to carry out this validation interview immediately if possible in order to
minimise data contamination. If more than one additional proxy informant was
available, it was deemed preferable to obtain any additional interview straight away
than to return later: i.e. to prioritise timing of the validation interview over
respondent choice. If it was not possible to obtain a potential validation interview
immediately, the interviewer returned at a later time convenient to both parties, at the
earliest opportunity. Validation interviews were attempted in all households until the
target number was reached.
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3.6 Sources of information

3.6.1 Questionnaire

Collection of high quality data is dependent on the study tools, which in this context
is the questionnaire used to collect data from the index and proxy. A questionnaire
can be assessed in two ways: validity and reliability. A reliable questionnaire collects

information that is replicable! '

, whilst a valid questionnaire is one that collects the
information it was intended to collect''?. Both reliability and validity were deemed

essential qualities of the questionnaire designed for use in the Izhevsk Family Study.

Initial development of the questionnaire in English took place over a number of
months. Once the broad content was agreed by the study team, examples of questions
were adapted from questionnaires used in similar studies"'*!'®). Consistent with
findings of the literature review in Chapter 1, questions asked of proxies about the
behaviour and characteristics of index subjects were as far as possible restricted to
directly observable and factual issues to minimise bias. Questions on self-reported
health were, by definition, inappropriate and therefore excluded. Questions from
other studies were modified according to the style necessary for this study and
drawing on local and sociological expertise: many of the questions developed
elsewhere have not been for this type of study and not intended for proxy
respondents, so modifications were considerable. Once the content was agreed in
detail in English, the three questionnaires (case proxy, control proxy, control) were
translated into Russian, then back-translated to check the fidelity and accuracy of

translation.

Modifications to the questions used and the way in which they were phrased were
made following each of the multiple piloting stages, as outlined in Table 3.2, and
were influenced by the conclusions of the literature review investigating validity of
proxy responses (Chapter 1), by findings of analyses carried out to investigate the
agreement between control and control proxy responses to the same questions using
Cohen’s kappa coefficient on data collected during early piloting phases (Appendix
4), and by feedback obtained following each piloting stage. The questionnaire went
through 8 iterations before reaching the final version which was agreed by the start
of the fieldwork on the 18" December 2003, with the exception of a few minor
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updates made in January 2004. The final English version of the case-proxy

questionnaire is reproduced in Appendix 3.

The questionnaire was interviewer-administered and elicited information on recent
and longer term alcohol drinking habits, socio-economic circumstances,
employment, education, smoking and other behavioural factors. Reported use of
health services in the previous year and doctor-diagnosed illness were also recorded.
The three questionnaires were identical apart from the appropriate rephrasing that
allowed them to be administered to three different types of respondent (case proxies,
control proxies, controls), an additional section in proxy questionnaires collected
information on the proxies themselves, and an additional section in the case proxy
questionnaire about circumstances surrounding the death of the case. A summary of

modules within the questionnaire is presented in Table 3.3.

Table 3.3 Summary of questionnaire module content

Section Number of Summary Case Control Control
questions proxy  proxy

A 20 Proxy socio-demographic details, v v
including education and occupation

B 7 Area and crime information v v v

C 18 Household composition and assets v v v

D 6 Vital status of subject's parents v v v

E 15 Index-proxy relationship, and secio- v v v
demographic details on subject

F 17 Education and occupation of subject v v v

G 1 Subject's recent life events and v v v
social networks

H 10 Circumstances surrounding the v
death (case proxies only)

J 10 Diseases and disabilities of the v v v
subject

K 1 Health and health related behaviour v v v
during past year of subject

L 39 Alcohol use - quantity, frequency, v v v
pattern and indicators

M 6 Tobacco use v v v

X 7 Interviewers comments - reliability, v v v

difficulty, interruptions
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3.6.2 External sources of data

Three external sources of data were collected in addition to questionnaire responses
for all subjects, independently of interview outcome. All three sources of data are
administrative sources of data, so benefit from not being prone to the same subjective
biases as questionnaire responses, and were collected independently of the Izhevsk
Family Study, and prior to the death of cases. Since information was recorded prior
to the death of the case, it was effectively ascertained blind to case-control status.
The three external data sources examined, Narcology Dispensary registration, Social
Security registration, and Police records of a prison stay, are described in detail in

Chapter 4, section 4.5.2.

3.7 Ethical approval

Ethical approval for this study was obtained from the London School of Hygiene and
Tropical Medicine ethics committee, as well as from the Izhevsk Medical Academy

Ethics Committee.

3.8 A unique opportunity

As described in Chapter 1, much work on the quality of proxy responses has been
done as off-shoots of other studies. For example, studies examining elderly patients
or patients with impaired mental health have sometimes used carers or next of kin as
informants, and as a result have had a dataset which can be used to examine the
reliability and validity of proxy respondents. However, the findings of such studies

are not widely generalisable since they are based on a very particular subset of

people.

The opportunity provided by the Izhevsk Family Study is a unique one: as described
in detail in this chapter, for each healthy control interviewed, an interview is also
carried out on a proxy respondent. These data can be used to examine the quality of
data obtained from proxy respondents in an unselected population by comparison
with index data. Moreover, in a subset of control and case households, an additional
proxy interview was undertaken, thereby providing data that allows evaluation of
different types of proxies whilst holding the index and corresponding confounding



factors constant. Independent, objective data on alcohol exposure, police records and
Social Security were also collected, against which proxy and index responses can be
compared. The following chapters describe the data and methods used to investigate
the validity and reliability of data, and the impact on study findings, of using proxy

respondents in a case-control study.
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Chapter 4 The Izhevsk Family Study: data collection
and processing

As described in Chapter 3, the Izhevsk Family Study provides a unique opportunity
to explore the validity and reliability of responses provided by proxy respondents,
and the impact their use has on study findings, both within the context of a case-
control study where cases have died, and also, unusually, among a population sample
of healthy controls. This chapter describes the data in terms of response rate and
respondent/subject key characteristics, and outlines the cleaning and restriction
processes applied to the Izhevsk Family Study data in order to prepare it for the
analyses which are presented in the following chapters. It also introduces a summary

of the variables selected for the analyses in this thesis.

41 Summary of chapter contents

This chapter provides a description of the data cleaning process carried out on the
Izhevsk Family Study data. It then describes the study respondents in terms of
response rate, proxy types and key proxy and index subject attributes. Finally, this
chapter provides a description of the key variables used in the analyses, including
informative variables regarding interview quality used to restrict the data to eligible
subjects, descriptive variables regarding the index-proxy relationship used to restrict

the data to subsets, and the specific exposures investigated.

4.2 Data entry and cleaning

Questionnaire variables were initially entered into an SPSS database in Izhevsk,
using double entry, range and consistency checking in order to minimise data entry
errors. Data were then transferred to a STATA format using StatTransfer software.
All external data were initially entered into Excel spreadsheets by collaborators
within the relevant external organisations. The data were sent to the study team and
were transferred to a STATA format using StatTransfer software. After transfer, data
were checked for outliers, implausible values and possible errors and corrected as
appropriate, referring back to original documents if necessary. Labelling of all data
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was carried out in English. Data was then checked for anomalies and outliers which
were corrected where possible by referring back to original documents, including
accidental entry of Russian characters rather than Latin characters into database.
Cross-checking between different data sources was carried out for variables such as
date of birth, to check for consistency and errors. Causes of death obtained from
autopsy records were carefully checked in order to ensure consistency in cause of
death category for underlying versus direct causes, and variables detailing the
address of the index and interview timing were examined to ensure adherence to

study inclusion criteria.

Several datasets were then merged based on a unique ID number: three sets of
questionnaire data (case proxy, control proxy, control), lists of cases and controls,
autopsy data, social security data, police data, narcology data and ZAGS data. After
merging, the combined dataset was carefully cross checked to ensure the correct

records had been successfully combined for every subject.

Figure 4.1  Information flow: interviews and extemnal data

Cases Controls
Death registered at External data coordinator List of target
ZAGS requests external data on afl «— households
sub) from househoids
Case identification Jocts . aenerated monthlv
. where interview attempted
details sent to
fieldwork l
coordinator External data received: Autopsy
l (cases only) Narcology Interviews with
Interviews with Dispensary registration, Social controlcontrol
case proxy Security records, Police records proxv attempted
attempted (o] and data l o] and data
Central database
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4.3 Description of respondents

4.31 Response rate

Between 18" December 2003 and 16™ November 2005, 2836 case households were
identified for interview attempts. There were problems identifying the correct
address for 339 and for 74 there was no answer at the door. Of the remaining 2423
households, 312 (13%) cases had lived alone and were therefore excluded, and in a
further 38 (14%) households, no respondent was found or there were other problems
identifying proxies. 1750 successful case proxy interviews were obtained
representing a response rate of 84%. Of these interviews, 59% of respondents were

with the wife, girlfriend or spouse, and 19% were with the case’s mother.

Within the same period, 3078 control households were identified for interview
attempts. There were difficulties identifying the correct address for 404 and for 76
there was no answer at the door. Of the remaining 2598 households, 157 (6%)
subjects lived alone and were therefore excluded, and in a further 45 households, no
respondent was found, the subject had died or there were other problems identifying
respondents. 1750 successful proxy interviews were obtained representing a response
rate of 73%, and 1691 successful control interviews were obtained, representing a
response rate of 74%. Of the proxy interviews, 85% of respondents were with the
wife, girlfriend or spouse, and 9% were with the control’s mother. Of the index
interviews, 111 were in households where no proxy interview was obtained, resulting
in 1580 households in which both a control and control proxy interview were
conducted. These 1580 pairs of interviews were obtained from 2235 control
households in which an index and proxy respondents were both available,

representing a lower response rate of 71%.

It is of interest that the proxy refusal rate was much higher in control households than
in case households (27% versus 16% respectively of households in which one or
more eligible proxy respondents had been identified). This may be attributable in part
to increased motivation among proxies of men who had recently died to contribute to

research concerned with causes of death than among proxies of still-living controls.
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Figure 4.2 Outcome of attempts to locate and interview case proxy, control proxy

and control respondents

Case households Control households
approached: 2836 approached: 3078
Problem with address: Problem with address:
> 339 404 <
No answer: 74 No answer. 76
>/ Subjectlivedalone312 | | Subject lived alone 157 |«———
v Vv
2111 households 2441 households
visited visited
subject not found due subject not found due subject not found due
to absence for an to absence for an to absence for an
5| extended period of time, extended period of time, | __ ,| extended period of time,
correct address being correct address being | "1 correct address being
unknown or other unknown or other unknown or other
reasons: 38 reasons: 45 reasons: 161
A 2
2073 case proxy 2396 control proxy 2280 control
interviews attempted interviews interviews
attempted attempted
Proxy refusal: Proxy refusal: | .| Control refusal:
323 646 -4 589
v v v
Successful Successful Successful
interview interview interview
obtained: 1750 obtained: 1750 obtained: 1691
4.4 Restriction: eligibility for analysis and descriptive subsets

A reduction in sample size, for whatever reason, has the result of decreasing the

(718 There is therefore a trade-off between

precision of obtained estimates
minimising bias in data by excluding certain subjects, and maintaining a sufficiently
large sample size to be able to detect effects with precision. If the reduction in
sample size is large, then the consequent reduction in precision may be substantial.
By applying exclusion criteria in order to exercise greater control over the subjects
included in a study, it is recognised that in addition to reducing ‘noise’ inherent in
the data, the generalisability of study findings is itself directed away from a ‘real

world’ setting in which interruptions to interviews, for example, are likely.
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However, in this thesis, very specific issues are being addressed regarding the
validity of responses given by proxies to questionnaires and it was therefore decided
to restrict the analytic dataset to those individuals where the interview process went
according to the protocol, including the order of interviews where more than one was

conducted within one household, and with no interruptions.

4.4.1 Quality of interviews

An initial restriction was made in order to address the quality of the interviews
included in the analytic dataset by excluding subjects where the interviews were
known to have been interrupted in any way, since this could affect the validity of
proxy responses: it is most likely that a decrease in validity would arise due to
distractions, or the respondent being inhibited, affecting the honesty with which they
chose to answer questions. This information was obtained from questions X3,
completed by the interviewer, ‘Was anyone else present at any time during the
interview?’ and any additional comments. 445 case proxy interviews were disturbed.
In control households, 241 control proxies and 189 controls were disturbed at least
once during their interviews. The nature of these interruptions are detailed in the
interview notes, and include a wide range of events, all of which may compromise
interview quality. Hence, only the uninterrupted interview data were included in the

analytic dataset.

Table 4.1 Was anyone else present at any time during the interview?
Respondent type Yes No Total

n % n % n %
case proxy 445 254 1305 75.6 1750 100.0
control proxy 241 13.8 1509 86.2 1750 100.0
control 189 11.2 1502 88.8 1691 100.0

It was stipulated in the study protocol that the control proxy interview should be
completed either first, or on the same visit as the control interview. This was in order
to minimise contamination of proxy data by respondents having the opportunity to
discuss the question content in the time between interviews. In around 90% of the

1509 control households in which an uninterrupted control proxy interview was
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carried out, this was achieved, whilst in 122 households it was not. Information about
this was consistent in both sets of interview notes for all control-proxy pairs. The
control proxy interviews carried out in those 122 households were excluded from the

analytic dataset.

Table 4.2 Relative timing of interviews in control households

Timing of interviews n %
Both on same day 1047 77.2
Not on same day: Control proxy first/only 340 13.8
Not on same day. Control proxy second 122 9.0
Total 16509 100.0

After the exclusions described above, the remaining dataset comprised 1305 case
proxy interviews, 1387 control proxy interviews and 1140 control interviews in

households in which a control proxy interview was also obtained.

442 Proxy characteristics

The self-reported characteristics of proxies did not vary substantially between case
and control households. Among both sets of 1750 proxies, the vast majority of
respondents were female, and the age distribution roughly approximated a normal
distribution, with most proxies aged 31-40, and very few aged less than 20 or years.
The most striking observed difference was that the vast majority of control proxy
respondents reported living together with their spouses, whilst the vast majority of
case proxy respondents were widowed. Over 60% of both case and control proxies
reported their ethnicity to be Russian, with the remainder tending to be either Udmurt
or Tatar, and around 3% reporting themselves to be of other ethnicity. The proportion
of respondents who were born in Izhevsk was only slightly less than half for both
types of household, and almost all respondents had lived in Izhevsk for at least 10
years. A higher proportion of control proxies had achieved partial or complete higher
education, and a slightly higher proportion of control proxies had specialised or
professional secondary education; case proxies were more likely to only have partial
or complete secondary education. The majority of proxies were in regular paid

employment, and very few of either type of proxy reported being registered disabled.
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The distribution of these self-reported socio-demographic characteristics is illustrated
by Figure 4.3 (case proxies) and Figure 4.4 (control proxies) on page 73. It can be
seen from these figures that the self-reported characteristics of those proxies
remaining in the analytic dataset after carrying out the above exclusions show an
extremely similar distribution to those in the unrestricted dataset in both types of
household.

4.4.3 Formal index-proxy relationship

The distribution of case and control proxies according to their formal relationship to
the index is illustrated by Table 4.3. For both types of index, the vast majority of
respondents are the wife, girlfriend or spouse of the index, although this proportion is
clearly higher among controls than cases (86% versus 60%), who correspondingly
have a higher proportion of mothers as respondents than controls (18% versus 8%).
All other types of relationship are poorly represented, with only a few respondents of
each type for both controls and cases.

Table 4.3 Index-proxy relationship as reported by proxy

Relationship to index r::ase proxy% cgntrol pr%/):y
wife/girifriend/partner 785 60.2 1,191 85.9
mother 238 18.2 115 8.3
father 19 1.5 7 05
brother 31 24 7 0.5
sister 56 43 11 0.8
daughter 57 44 16 1.2
daughter in law 1 0.1 1 0.1
son 48 35 25 1.8
son in law 2 0.2 0 0.0
other relatives 32 2.5 5 04
other 38 2.9 9 0.7
Total 1,305 100.0 1,387 100.0
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Figure 4.3 Percentage self-reported case proxy characteristics before and after

exclusions
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Figure 4.4 Percentage self-reported control proxy characteristics before and

after exclusions
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444 Proxy-reported characteristics of the index-proxy relationship

The distribution of proxies by the explanatory variables describing the strength of the
index-proxy relationship was obtained using cross tabulations of these variables by
index type among those subjects for whom a successful proxy interview was
obtained. The variables examined all represent self-reported evaluations of the index-
proxy relationship, as made by the proxy themselves. These are dichotomised

variables derived from questionnaire data.

e Duration of proxy-index cohabitation, less than 5 years/ 5 years or more. This
was generated from questionnaire item E2, “For how long have you been

continually living with the subject?”

o Self-reported proxy knowledge of index, very or extremely good/ fairly good
or worse. This was generated from questionnaire item E4, “How good was

your knowledge of the subject’s life during the past year?”

o Frequency of index-proxy contact, every day/ several times per week or less.
This was generated from questionnaire item ES, “How often did you usually

see the subject during the past year?”

The distribution of attributes pertaining to the index-proxy relationship is shown in
Table 4.4. The vast majority of all proxy respondents report the amount of time they
have cohabited with the index to be at least 5 years, although this proportion is
higher among control than case proxies, 91.9% and 86.3% respectively. Around four
fiths of all proxies report ‘very/extremely good’ knowledge of the index. A very
high proportion again reports daily contact with the index, a figure of around 90% for

both case and control proxies.
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Table 4.4 Characteristics of the index-proxy relationship among case and

control proxies
Question Case proxies Control proxies
n % n %

! < 5 years 177 13.6 112 8.1
Duratlpn of 5 years + 1,126 86.3 1,275 91.9
proxy-index e
cohabitation missing 2 0.2 0 0.0

Total 1,305 100.0 1,387 100.0
very/extremely good 1,034 79.2 1,170 84.4
knmgge fairly good or worse 270 20.7 211 15.2
of index missing 1 0.1 6 04
Total 1,305 100.0 1,387 100.0
Frequency several times per week 125 9.6 115 8.3
of proxy- every day 1,169 89.6 1,258 90.7
index missing 1 0.8 14 1.0
contact Total 1,305 100.0 1,387 100.0

445 Subsets

It is widely reported in the literature that certain attributes of the index-proxy
relationship impact on the validity of proxy responses. Such attributes include the
formal index-proxy relationship (the proxy is a wife/girlfriend/partner of the index)
as well as informal attributes such as the length of time the index and proxy have
cohabited. This is discussed in detail in the literature review in Chapter 1. As
described above, the Izhevsk Family Study questionnaire collected a range of
information describing such attributes, providing an opportunity here to
quantitatively explore their impact on the validity of proxy responses. Subsets were

then created for use in restricted analyses.

Subsets were constructed in the following way: all case proxies fulfilling the defined
criteria were included; all control proxies fulfilling the criteria, and for whom a
paired control interview had been obtained, were included; since the criteria in
question describe the proxy respondent, the control sample was restricted according
to the characteristics of the proxy, in order to maximise comparability of results, so
the control sample was constructed based on the control proxy sample - all paired
controls were included. In this way, the control and control proxy analyses were
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conducted on exactly the same subset of individuals, removing any confounding

effects of success in obtaining an interview.

Subset 1 included respondents for whom duration of index-proxy cohabitation was at
least 5 years. Subset 2 comprised subjects for whom ‘good’ or ‘extremely good’ self-
reported proxy knowledge of index was reported. Subset 3 was defined by frequency
of proxy-index contact being at least daily. Subset 4 was defined by the index-proxy
relationship, whereby the proxy was wife/girlfriend/partner (spouse) only. It was not
possible to explore other types of formal index-proxy relationship due to the scarcity

of respondents of other types.

4.5 Exposures of interest

The variables described below were obtained partly from questionnaire items, and
partly from external data sources. Alcohol questions were chosen to be the main
focus of the following analyses partly because of the context of the Izhevsk Family
Study, which focuses on alcohol as a key exposure in mortality analyses, and
particularly because alcohol is documented in the literature as a problematic variable
with respect to proxy reporting (Chapter 1), thereby warranting in-depth exploration
using this exceptional dataset. A number of other variables were selected in order to
allow investigation of the way in which proxies report over a range of subject areas.
These other exposures include questions on tobacco use, socio-economic status and

health status.
451 Questionnaire items

Alcohol consumption and associated behaviours

A number of surveys‘"’”’”’”“zs) have previously attempted to estimate alcohol
consumption levels based on information obtained directly from study subjects.
These have tended to focus on typical alcohol consumption (of beer, wine and
spirits) and have derived measures of ‘binge drinking’ from data detailing pattern,
frequency and amount. Traditionally used measures of frequency and amount are
now considered by some researchers inadequate to describe the differences in
alcohol-related mortality observed'?®), However, there are no studies in the literature
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that have explicitly collected information on frequency and determinants of two
important aspects of hazardous drinking in Russia: (i) periods of continuous
drunkenness lasting several days (zapoi), (ii) consumption of surrogate alcohols. The
term ‘surrogate alcohols’ refers to a group of substances containing high

concentrations of ethanol but not ostensibly manufactured for drinking'?”

, such as
eau de cologne, alcohol-containing medicines, fluids for lighting fires, and industrial
and technical spirits including window cleaner. These two behaviours are believed to
be widespread, are extreme and specific to Russian situation (although not
exclusively so), and previously not quantified in research. These patterns of
hazardous drinking may be more strongly related to health and mortality than
conventional summary measures of a\;erage alcohol consumption'?”, and the

importance of obtaining accurate proxy-reported data is therefore important.

The variables from the alcohol section of the questionnaire which explores
frequency, amount, pattern and indicators of alcohol consumption are itemised in
Table 4.5. Following an initial literature review, this section was carefully developed,
keeping questions as simple and straightforward as possible, with emphasis on easily
observable behaviours, whilst trying to collect detailed information not only on
pattern and amount but also on behaviours that indicate hazardous drinking (e.g.
frequent hangovers). The alcohol section for the questionnaire was developed
starting with standard questions on alcohol consumption drawn from a range of well-
tested questionnaires, which were then piloted and analysed several times (e.g.
Appendix 4) and modified to be appropriate for proxy respondents. All non-nested

questions in the section on alcohol use were explored in this thesis.
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Table 4.5 Questions related to alcohol consumption

Code Question

L1 How often is beer usually drunk?

L2 How often is wine usually drunk?

L3 How often are spirits usually drunk?

L4 How often are other alcoholic substances drunk?

L5 On which day is beer usually drunk?

L6 On which day is wine usually drunk?

L7 On which day are spirits usually drunk?

L8 On which day are other alcoholic substances usually drunk?
L9 How much beer is usually drunk on one occasion?

L10 How much wine is usually drunk on one occasion?

L11 What quantity of spirits is usually drunk on one occasion?

L12 What is the maximum quantity of beer ever drunk on one occasion?

L13 What is the maximum quantity of wine ever drunk on one occasion?

L14 What are the maximum quantity of spirits ever drunk on one occasion?

L15 Does he ever drink spirits together with either beer or wine at the same sitting?

L16 Does he ever drink large quantities of spirits without also eating some food?

L17 How often does he become excessively drunk?

L18 Does he ever drink aicohol before noon?

L19 How often does he have a hangover?

L20 How often does he fail to fulfil his work obligations due to drinking alcohol?

L21 How often does he fail to fulfil his family or personal obligations due to drinking
alcohol?

L22 Does he ever go to sleep at night without taking his clothes off because of being
drunk?

L23 Does he ever drink alone?

L24 Does he usually drink alcohol at home or in other places?

L32 Has he been arrested because of being drunk during the past year?

L33 Does he currently drink more, less or about the same as one year ago?

L34 Does he currently drink more, less or the same as one month ago?

L36 Has he ever had help or advice from a doctor, narcologist, social worker or some
other professional for an alcohol problem?

L38 Has he ever been taken to a sobering up centre?

The response categories for each of these questions can be seen in the questionnaire reproduced in

Appendix 3
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Tobacco use

A number of other exposures are also the focus of the analyses presented in this
thesis. Tobacco use may be a less sensitive or stigmatised behaviour, compared with
alcohol consumption in this population. This may make it less prone to systematic
under- or over-estimation when reported by self or proxies. The questions on tobacco
use, M1-M6, are itemised in Table 4.6 on page 79. The tobacco use section for the
questionnaire was also developed starting with standard questions on tobacco use
drawn from a range of well-tested questionnaires, which were then piloted and
analysed several times and modified to be appropriate for proxy respondents. All

questions in the section on tobacco use were explored in this thesis.

Table 4.6 Quaestions related to tobacco use

Code Question

M1 Is he a current smoker?

M2 How many years ago did he stop smoking regularly?
M3 What does he smoke most often?

M4 When he smoked, how many per day was usual?
M5 How old was he when he started smoking regularly?
M6 Have his parents ever smoked?

Socioeconomic/health variables

Proxy reported questions on socio-economic position are expected to show high
validity and reliability when compared with index reports and a selection of widely
used questions was included in those examined in this thesis. A small selection of
items on health status was also included in order to provide some indication of proxy
validity when responding to questions on health. These additional questions were
carefully developed in the same way as alcohol use and tobacco use questions,
undergoing multiple piloting, analysis and modification in order to obtain the most
valid and reliable proxy reports possible. The questions are itemised in Table 4.7 and
include employment status, education, whether or not the household owns a car, the
matrital status of the index, whether or not the index had broken any bones in the past
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year, whether he coughed in the morning, and whether he could climb a flight of

stairs without becoming breathless.

Table 4.7 Questions related to socioeconomic factors and health

Code Question
C14 Does his household own a car?

E15 What is his marital status?

F1 What is his level of education?

F3 Is he in regular paid employment?

J8 Is he registered disabled?

K1 Has he had any broken bones in the past year?

K2  Does he usually cough in the morning?

K3 In the past few months, could he climb up a flight up of stairs without becoming
breathless?

452 External sources of data

Three external sources of data were collected in addition to questionnaire responses
for all subjects, independently of interview outcome. All three sources of data are
administrative sources of data, collected independently of the Izhevsk Family Study,
and prior to the death of cases. Since information was recorded prior to the death of
the case, it was effectively ascertained blind to case-control status. The three sources
of external data are:

e Narcology Dispensary registration — had the index ever been registered for
treatment at the narcology dispensary?

e Social security data — was the man in receipt of any social security (financial)

benefits for disability of any kind?
e Police data — has the index been in prison?

Details of the variables collected are presented in Appendix 5.
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Narcology Dispensary registration

The narcology bureau is the Izhevsk city treatment centre for people with drug and/or
alcohol addiction or problems. Under certain circumstances, registration is
compulsory and will therefore result in an official record of registration. Such
circumstances include being arrested for an alcohol-related offence or compulsory
referral by a doctor at a polyclinic or hospital. Another channel for registration is
voluntary registration which can be done by self, or by the family of a patient. By
these channels, many of those who display hazardous drinking behaviours are

registered for treatment at the narcology service at some point.

There is stigma associated with treatment at the city narcology service. Whilst
compulsory registration cannot usually be avoided, those members of society who
need treatment but can afford to seek it privately, often do so. This provides them
with anonymity, as no record of any treatment or consultation would be kept at the
public narcology service. This introduces a possible socio-economic bias into the
proportion of subjects who are identified by the Izhevsk Family Study as obtaining
treatment for hazardous drinking, and whilst it is not possible to estimate what
proportion of those who are hazardous drinkers are actually registered at the
narcology service for alcohol problems, it is assumed by those who run the
Narcology Dispensary that they only see a fraction of those individuals who need
treatment.

Records of narcology registration are kept at the Narcology Dispensary, and are
identifiable by subject name, date of birth and address, allowing straightforward
linkage to the study subjects. Whilst the sensitivity of narcology registration for
alcohol problems as an indicator of hazardous drinking may not be high, the
specificity is likely to be very high, and as such it can be used as an indicator of
hazardous drinking behaviours, and compared with proxy reports of the same.

Social Security records

The Social Security bureau holds official records of any disability benefit of which
people are in receipt. This list is definitive and exhaustive, since it is the means by
which payments are regulated. Since the purpose of this list is to control financial
payments to citizens, it is thought to be accurate and complete. Records are again
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identifiable by subject name, date of birth and address, allowing reliable record
linkage. The data comprise a number of details including level of disability, date of
registration. For the purposes of this investigation, the presence of a record can be

compared with the questionnaire item regarding disability registration.

Police data

The City of Izhevsk Police database holds all records of prison stays. This official
database is unaffected by bias, since there are no means by which a record can be
avoided if a person has spent time in prison. Again, records are identifiable by name,
date of birth and address, allowing reliable record linkage. Presence/absence of a
record can be compared with the questionnaire item regarding whether the index has

ever spent time in any prison.

4.5.3 Autopsy data

In addition, forensic or non-forensic autopsies were carried out for all deaths which
occurred in men aged 25-54 in Izhevsk during the study period, providing detailed
information on the cause of death for all study subjects. Details of the information

collected are presented in Appendix 5. Information from this source is not used in

this thesis.

4.6 Data security and confidentiality

All data were encrypted, and no nominal data were held in the analytic data files:
although contact details were essential to be able to carry out the fieldwork, only an
identification number was stored within the analytic dataset. A key file linking
individual identification number to personal contact and identification details was

kept separately to all other data by one member of the research team, within Russia.
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Chapter 5 Statistical methods

This chapter provides an overview of the methods used in analyses of the validity of

proxy responscs.

In the design of the study, attention was paid to ensure we collected data which
allowed us to evaluate proxy responses. As described in Chapter 3, an interview was
attempted with a proxy as well as with the index themselves for all study controls,
and in a subset of 200 households, a ‘validation’ interview was carried out with an
additional proxy. This provided multiple sets of observations on the same index
subjects which could be compared in order to investigate the validity of proxy
responses relative to index responses. The collection of external data allowed the
validation of proxy responses against a different standard: routinely collected data
sources which were ascertained independently of and prior to the interview, and

therefore not subject to bias with respect to the fact of death.

51 Summary of chapter contents

This chapter provides a discussion of the main methodologies employed in this thesis
along with their advantages and disadvantages, and an explanation of the
appropriateness of the selected methods in this context.

This chapter does not attempt to be an exhaustive account of every statistical method
employed in this thesis: a description of the specific methods is provided within each
chapter.

5.2 Key validation comparisons

Figure 5.1 shows the comparisons which are the main subject of this thesis. For both
case and control subjects, the questionnaire data gathered from proxies and indexes
(controls only) can be compared with a range of external data sources, the Narcology
Dispensary, Police records and Social Security data. A range of comparisons
between types of respondents may be made: among controls, the questionnaire data
gathered from proxyl and proxy2 can be compared with the index questionnaire

data, and with each other. For case subjects there is no index interview, but responses
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from proxyl may still be compared with proxy2 for the validation sample of 200
households. Finally, comparisons in agreement between different types of pairs of
respondents may also be made — proxyl versus proxy2 in cases compared with
controls, and proxy! versus the index compared with proxy2 versus the index within

control households.

Figure 5.1  Overview of validation comparisons within the Izhevsk Family Study

Questionnaire data External data

G——p Direct data comparisons

............... > (‘,ompu'isons of agreement
between pairs of respondents |

5.3 Statistical methods

The analyses carried out in the following chapters use different types of data
(questionnaire, external data) to address several research questions, which require a

range of statistical methods.

A first set of analyses will be carried out in Chapter 6 to investigate the validity of
proxy responses with respect to external, non-questionnaire sources of data.

Sensitivity, specificity and odds ratios are used in this chapter. The methods are

described in section 5.3.1.

A second set of analyses presented in Chapter 7 compare proxy data with index data
among controls. Cohen’s kappa coefficient is used to examine index-proxy

agreement, as described in section 5.3.2, and a loglinear model developed by
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(128)

Agresti is used to formally compare agreement between pairs of respondents.

This is described in section 5.3.3.

A third set of analyses presented in Chapter 8 also use validation interviews to
examine the impact of index-proxy relationship attributes on data quality, using
Agresti’s loglinear model to formally compare the agreement between different types

of respondent pairs, as described in section 5.3.3.

All analyses were carried out using STATA version 8.2. Texas, USA.

5.3.1 Sensitivity and specificity: exploring agreement between proxy
responses and external data

One important set of comparisons is between proxy respondents and external data. 4
priori, one would expect questions on having had professional help for an alcohol
problem alcohol to be related to registration at the Narcology Dispensary, questions
on prison stays to be related to having a Police record of being in prison, and
questions on whether the man is in receipt of a disability allowance to be related to
Social Security registration. The specific comparisons made in Chapter 6 are based

on the items listed in Table 5.1.

Table 5.1 Questionnaire items and the external data sources against which they
were compared

External data Questionnaire item
Police record of a prison stay Has he ever been in any kind of prison?
Social Security registration as disabled Is he registered disabled?

Registration at the Narcology Dispensary Has he ever had help or advice from a
doctor, narcologist, social worker or some
other professional for an alcohol problem?

Whilst the external data items and questionnaire items being compared are related,
they are not necessarily measuring the same thing. The external data source is
equivalent to an outcome, whilst the questionnaire response can be viewed as
analogous to the outcome of a screening test. It is possible to quantify these

associations by examining the proportion of subjects who do (do not) have an
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external data record for whom a positive (negative) questionnaire response is

obtained, i.e. sensitivity/specificity calculations, as illustrated by Table 5.2.

Table 5.2 Example association between questionnaire responses and external

data records
External
data
Yes No  sensitivity  specificity OR
Questionnaire Yes a b
response No ‘ c d al(a+c) d/(b+d) (alc)/(bld)

Sensitivity is defined as the proportion of true positives correctly identified by a test
(a/(a+c)) whilst specificity is defined as the proportion of true negatives correctly
identified by a test!'? (d/(b+d)). Sensitivity is therefore an indicator of how well
those who have the outcome (external data) are correctly identified by a positive
response to a questionnaire item, whilst specificity is an indicator of how well those
who do not have the outcome (external data) are correctly identified by a negative
response to a questionnaire item. In addition, it is possible to calculate an odds ratio
representing the magnitude of each association as the cross product ratio of this two

by two table.

Sensitivity and specificity calculations are an appropriate means of evaluating
agreement as an ‘absolute’ measure of the performance of proxy responses. Odds
ratios provide a simply summary of the overall strength of association between the
questionnaire items and outcomes - which can be derived from the raw data, or from

sensitivity and specificity.

In Chapter 6, assessment of agreement of proxy data with external data sources will
be carried out using a combination of these two methods; comparisons of sensitivity
and specificity, and odds ratios of questionnaire items, which are obtained using
logistic regression and presented adjusted for age group. The associations between
control proxy data and external data are examined alongside the associations between
control data and the same external data. As a comparative frame of reference, the use
of self-reports is useful in this context, despite what is known about the questionable
validity of self-reports, particularly with respect to alcohol consumption®®*!-39,
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Since no attempt is being made to evaluate agreement between multiple observations
of exactly the same exposure, Cohen’s kappa coefficient would not be an appropriate

measure for assessment of agreement in this context.

53.2 Cohen’s kappa coefficient: exploring agreement between two
respondents

Cohen’s kappa coefficient is a summary statistic which assesses the level of
concordance between two observers beyond that expected by chance alone for
categorical variables. It represents the extent to which agreement is greater than that
expected by chance, as a percentage of the maximum possible improvement over

chance. It can be used for binary, ordinal or nominal response categories.

Table 5.3 Example table expressing the frequency of responses to a given
question provided by two classes of rater, A and B

Raters of class B

()]
1 2 3 4 Total
1 Ny4 Ny 2 N3 N4 Ni..
c';itlg; 2| ngy N2 nz3 N24 N2,
A 3 Na31 N32 N3 Nay Ns,.
(i) 4] Ny N2 a3 Moy N,
Total| N, N.. N3 N4 N

The formula for kappa is as follows.

Kappa = (observed % exact agreement) - (expected % exact agreement)]
1 — (expected % exact agreement)

Expected frequency can be calculated for any cell in the usual way, by dividing the
product of the row and column totals by the table total, N. Thus for cell ny3 the
expected frequency is (N2,*N_3)/N. When calculating exact agreement, the cells
considered are those where i=j, i.e. ny;, m2, 033, ng4 — the cells on the diagonal. In
this case, the coefficient obtained is known as unweighted kappa, as all
disagreements (cells off the main diagonal) are ignored (given a weighting of 0). For
questions with ordinal response categories, a weighted coefficient can be obtained
which allocates greater weight to more similar responses, the most similar being on

87



the main diagonal, and the least similar lying in the discordant corners, i.e. n; 4 and
ny in Table 5.3. Weightings determine the importance with which disagreements are
treated and may be assigned to the data by a user-defined matrix or using one of two
prerecorded options available in STATA. One of the prerecorded weighting options
is used here: weightings are calculated using the following formula for the weight for
the cell assigned to row i, column j, where there are g categories:

wij =1_|1_J|
g-1

The kappa coefficient takes a maximum value of 1 for perfect agreement, 0 for
agreement no better than chance, and less than one for agreement worse than that
expected by chance: high kappa values indicate high agreement, low kappa values

indicate low agreement at an individual level.

Specifically, agreement is interpreted in accordance with the scheme developed by
Landis and Koch®: <0, poor; 0.00-0.20, slight; 0.21-0.40, fair; 0.41-0.60,
moderate; 0.61-0.80, substantial; >0.8, almost perfect. To aid interpretation of kappa
coefficients, values should be examined alongside frequency tables of the
distribution of questionnaire variables?®, which are provided in appendix 6.
Missing values were excluded from calculations (no response, don’t know). In
STATA, Kappa is obtained using the STATA command kap. Confidence intervals
are obtained using the standard STATA command kapci which uses an analytical

method for 2x2 tables, and bootstrap methods otherwise.

Kappa and the Izhevsk Family Study

Figure 5.2 is a reduced version of Figure 5.1, and provides a schematic overview of
the respondent types interviewed in this study, and the different combinations of
respondents that can be compared in order to investigate agreement. Kappa Y
indicates proxy-proxy agreement, which can be obtained for both case and control
households where 2 proxies are interviewed. Kappa X describes index-proxy
agreement which can be obtained in all control households. Kappa X cannot be

obtained in case households since no index is interviewed.
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Figure 5.2 Schematic diagram of the kappa coefficients which can be obtained in
different households

(200 case and 200
control households)

Kappa Y &
(200 control . (3&
households) < (1387 control
households)

The numbers presented here correspond to subsets described in Chapter 4

There are thus two approaches to investigating the impact of the index-proxy

relationship on quality of proxy response use Cohen’s kappa coefficient.

1. Calculation of kappa X coefficients for all control households, stratifying by
informant type. This will provide a broad indication of the extent of index-
proxy agreement for different proxy types for questions examined, but does
not make any adjustment for characteristics or behaviour of the index, which

is likely to influence proxy responses. (Chapter 7)

2. Calculation of kappa Y coefficients. This analysis will be carried out for
households which provide responses from a spouse as proxy 1 and the next
best available respondent as proxy 2. These kappa coefficients demonstrate to
what extent proxies within one household agree with each other. This
analysis cannot indicate which proxy type is better, only the extent to which
proxy types differ significantly from each other in the responses they provide
about the same index for specific questions. (Chapter 8).

It would theoretically be possible to obtain Cohen’s kappa coefficient to describe the
agreement between the index and proxy 2 in 200 control households, which could be

used to examine validity of responses provided by proxies of different types in
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households where more than one proxy was interviewed. However, since there is no
satisfactory framework for comparing kappa statistics (see below), different methods

were employed for this, as discussed in section 5.3.3.

Advantages/disadvantages of kappa

Kappa is a useful descriptive statistic when evaluating agreement between two raters.
It is easily calculated, and appropriate for testing whether agreement exceeds chance

ratings for binary and nominal ratings.

There are, however, a number of disadvantages associated with kappa. Firstly, kappa
is influenced by average rater score and base rates, does not distinguish among types
and sources of disagreement, and is not able to adjust for any other exposures.
Additionally, whilst guidelines such as those developed by Landis and Koch®” are
helpful when using kappa to describe agreement, these guidelines are arbitrary, and
in fact kappa may be low even when there are high levels of agreement and when
individual ratings are accurate>*'*®, There are further disadvantages associated
with the use of kappa. The loss of information by summarizing a table with a single
number, and the fact that kappa is affected by the form of the marginal distributions
mean that whilst kappa is useful as a descriptive variable, there is no satisfactory
framework for formally comparing kappa values, i.e. the comparison of pairs of

raters.

5.3.3 Loglinear models: comparing the agreement of pairs of respondents

For evaluation of the relative extent of agreement between pairs of raters, kappa is
insufficient since it does not lend itself to formal comparisons among groups. There
are a number of established approaches to modeling agreement that overcome the
inadequacies of kappa, of which the use of loglinear models is one. In a loglinear
model, Poisson regression is used to model the log of the expected value of table cell

counts.

The following 5 * 5 table represents pairwise agreement of raters of class A versus
class B for a given question with five ordinal response categories. The frequency of
each type of response is represented by n(i,j) where i is the response given by rater
A, and j is the response given by rater B.
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Table 5.4 Example: frequency of responses (i,j) to a given question provided by
two classes of rater, A and B

Raters of class B
1))
3 4 5

Nq3

Raters

of class
A

(i)

N4 3
Ns 1 Ns2 Ns3

A ON -

Exact agreements (on the diagonal) are underlined. Near agreements (one category
apart) and exact agreements are shaded in groups of four cells, whilst unshaded cells
represent pairs of observations which differ by more than one category. Pairs of
observers who differ in their responses by one category or less are those which may
be reasonably considered to provide similar responses with respect to each other.
Considering these groups of shaded cells, the association between raters of class A

and class B when, for example, i=2, can be expressed in terms of the following odds

ratio:

the odds that A scores 3 vs A scores 2| when B scores 3

the odds that A scores 3 vs A scores 2| when B scores 2

*
0 n4/n,, My,

*
ns,z/ N, M3 N,

n;*ng,
Or more generally : 6, =——=*
R | TheW g

i,i+1 i+Li

(128)

A particular loglinear model described by Agresti" " and called the ‘agreement plus

uniform association’ model, predicts the log cell counts used to derive this odds ratio

by an amalgamation of Tanner and Young’s model and the uniform association
model33139),

logn, = p+ A+ 2] + Puu, +8*s(i = j)
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For a question with k ordinal response categories, i, j are fixed scores 1,2,....k
assigned to the response categories. In order to assess agreement between two classes
of rater, A and B, a model of this form, predicting the expected frequency (outcome
ny) of rating i by A and rating j by B is fit to the data. The model contains a number
of parameters. The A terms represent the main effects of the two classes of rater,
whilst parameters ‘0’ and ‘f’ describe components of the agreement between them.
represents the ‘baseline’ association between classes of rater excluding the exact
agreement on the diagonal, by quantifying the dependence between off-diagonal rater
scores i and j, where u;=i and uj=j. B is particularly important with ordinal rating, as
typically there is a general association between ordinal scores with, for example,
high scores being associated (though not necessarily in exact agreement). Unlike
kappa, B is unaffected by different average rater scores since the model controls for
the main effects of ratings i and j (4). The term d*s(i=,j) is equal to § if i=j, and 0
otherwise, as determined by the indicator °s’, which takes the value 1 for cells on the
main diagonal, and 0 everywhere else (see Figure 5.3). J represents the extent of
exact agreement (on the diagonals) beyond that expected from any baseline
association between raters’ classifications, i.e. from associations occurring off the
diagonal. With nominal categories, where we expect =0, § describes the agreement
in a similar way to unweighted kappa coefficients, concentrating on exact agreement
only in the absence of any baseline association. Where there is baseline association,
exact (diagonal) agreement comprises the effect of both the baseline association

represented by S and the increment & due to exact agreement.

In the model above, agreement is thus partitioned into three components(m): chance,
baseline (represented by ) both of which apply to all cells, plus an effect applicable
only to diagonal cells (represented by J) which is an increment reflecting agreement
in excess of the first two components. The extent to which overall agreement exceeds
chance is thus given by a combination of the baseline and specifically diagonal
effects. The predicted log cell counts in a square contingency table according to
Agresti’s loglinear model are illustrated by Figure 5.3.
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Figure 5.3  Distribution of indicator ‘s’ in a 5*5 table and corresponding predicted
log cell counts (log ny)

>

o N
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U+ A+ A8+ Buyu, + ¥ 1+ A7+ A3 + Pujuy, +5*0

P+AL+ A+ Pusu, + SO Wu+ A8+ A2 + Puju, + 5 *1

Following Figure 5.3, it is possible to derive the odds ratio 6;; for any group of 4

cells which lie on the main diagonal, using the predicted log cell counts from

Agresti’s loglinear model.
% Py
logb,, = Iog(—'—'—
5 B ¥ 0,
i +l°gni,1 =+/l+/1,‘+ﬂ.f+ﬁllz+5*]
+logn,, =+ A A0+ P 5%
—]Og n;in dmy e lf i '15-1 Ty ﬁ‘ium -6*0
_.log LORY S=U- A;il ool A’B - ﬂ(“_lui -0*0

- ﬁ“,z +ﬁ"i, = 2fuyu;,, +26

= Bu,,, -u) +25 but  u, -u, =(@{+)-i=1

. log,, = p+25
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The local odds ratio given previously, &;; can therefore be expressed in terms of the
exact agreement and association parameters. Log(6;, is equal to g + 29, so 6;;, =
exp(B + 20). Since weighted kappa is affected by both the extent of high diagonal
association, and high baseline association, it is expected to be correlated with log(é;,)
which is also affected by levels of these same associations. This is explored further in

the next section.

An odds ratio applicable to 2x2 cells off the diagonal can be derived in a similar way,
to obtain the more general log(6;;) When all four cells lie off the main diagonal (Ji-
jI>1, s=0), d disappears entirely from the odds ratio (i.e. no exact agreement), and
log(6,y) = B. When one cell of the four lies on the main diagonal (Ji-j|=1), J is present
in one of the four cells only, but not on the main diagonal, and log(8,;)= - 4.

Although these two other local log odds ratios are also measures assessing
agreement, for simplicity we will focus on the measure of diagonal agreement
log(8,y as a single summary measure of overall agreement: it is the most suitable
comparator for weighted kappa, and also has the advantage of incorporating the
baseline association. Exact or near agreement is arguably of greater intrinsic interest

in this context. Henceforth we will drop the subscripts and assume 8= 6, ;.

Having modeled the agreement between pairings of two specific classes of rater in
this way, a formal comparison between two different pairings of classes of rater can
be obtained by modeling the difference in agreement between two two-way tables I
and IL.



Table I — rater A and rater B scoring index X

Raters of class B

()

5
n
Raters ne
of class N2s
A N3 5
(i)
Ns 2
Table II —rater C and rater D scoring index Y
Raters of class D
)
4 5
1 N4 Nis
Raters 2 . i
of class 24 2,5
C 3 N3,1 N34 N3s
(i) 4 N4,1 N4 2 Ns3
5 Ns, 1 Ns2 Ns3

Focusing on the chosen summary measure of overall agreement, the odds ratio 6, or
more conveniently log(€)= f + 26, then the difference between the agreement of
raters of class A and class B, compared with the agreement between raters of class C
and class D is given by log(6;) — log(fy). This term, log(6;) — log(6;), will be
denoted as 7, and is obtained by fitting the model to both sets of data simultaneously,

and incorporating interaction terms as follows:
logn, =p+ A+ A+ Puu, +5*s@i = J)
+odd + Y, dd* Al 4y, dd* 2] +ydd*uu, +y,id* s(i = )

where ‘id’ is an indicator that takes the value 1 for one set of raters (Table I), and 0
for the second set (Table II). 7 is then obtained from the relevant interaction terms:

7= log(&) — log(éh) = y5+27,, which is the difference in $+25 between group I and

group IL.
A test of the null hypothesis that the difference, t = 0, indicates whether there is
statistical evidence of a difference in the extent of agreement between the two types

of pairing; and therefore a T whose confidence interval includes 0 represents a
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situation where two pairs of rater classes do not statistically differ from one

(128.135.136) 1 terms of their agreement. It must be noted that in principle exact

another
agreement between two pairs of classes of rater could be very similar even though
the fand & parameters were each statistically different. However, the resultant exact
agreement is of more practical importance than these component parameters taken

separately, so it is of more interest to restrict the comparison to the former.

In addition to being applied to comparisons of pairs of independent classes of rater,
in Chapter 8, this method is used to compare two pairs of classes of rater that share a
common respondent, i.e. Table I above could contain the frequency of observations
by raters of class A and class B, whilst Table II could contain the frequency of
observations by raters of class A and class D (rather than C and D). Despite sharing a
common set of raters, using interaction terms in the model to assess the difference in
agreements is not affected by the common margin in Tables I and II, since the
difference in log likelihood (with change of degrees of freedom due just to the
interaction terms) is unaffected by problems the common margin gives in assigning
total log likelihood and degrees of freedom. However, in using data from raters of
class A twice within one model, the agreements between the two sets of pairs are not
independent and are likely to be more highly correlated than in the former scenario,
as factors driving the agreement, or lack of agreement between A and C may
plausibly act in similar ways on the agreement between A and D for each set of
raters. Ignoring the common use of raters of class A and the resultant concordance in

agreements may lead to conservative estimates of 7.

5.3.4 Relation of log-linear estimate to kappa

It is helpful to explore how the parameters from Agresti’s model relate to kappa
values. Using a sample of data from the Izhevsk Family Study, scatter plots of
unweighted kappa against 8 for nominal and binary questions, and weighted kappa
against the combined estimate B +24, i.e. log(6) for ordinal questions, illustrate how
these two different approaches to assessing agreement compare with one another.
The comparisons were made between responses from proxyl and proxy2 within 200
case households across a range of questions.
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It is clear from Figure 5.4, which represents each question by a point in the scatter
plot, that there is a correlation between J and unweighted kappa for nominal and
binary questions. It is reassuring that those questions which are indicated to have
high agreement by kappa also emerge as having high agreement when Agresti’s
model is applied. There is, however, less than perfect agreement, and these residuals

reflect the different approaches employed in constructing the two measures.

Examination of Figure 5.5 is similarly reassuring in the respect that the estimate
log(8), chosen to represent the agreement between two sets of raters is very closely
correlated with weighted kappa for ordinal questions, log(6) is employed in making

these types of comparisons in Chapter 7 and Chapter 8.

Figure 5.4 Scatter plot of & against unweighted kappa, comparing responses
from proxy1 and proxy2 among 200 case households for a range of

nominal and binary questions
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Figure 5.5  Scatter plot of log( 6) against weighted kappa, comparing responses
from proxy1 and proxy2 among 200 case households for a range of

ordinal questions
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Chapter 6 Are proxies valid? Using external data to
validate control proxy and case proxy

responses

In the absence of a ‘gold

Questionnaire data Extemal data

standard’, a number of

approaches to assess whether -

proxy responses are valid may
=1750)

be used. One of these is to e -

o

compare proxy questionnaire &
® e
o

responses with non-

ety Direct data comparisons

questionnaire (‘external’) data

sources which measure similar

behaviours or attributes to the
questionnaire. In this chapter we turn to looking at the validity of proxy respondents
relative to external data sources such as registration at the Narcology Dispensary for

an alcohol problem, Social Security records of disability registration, and Police

records of a prison stay.

6.1 Summary of chapter contents

This chapter begins by assessing the validity of proxy reports with respect to external
data sources in the whole dataset. It then examines differences between case proxy
and control proxy respondents in the reporting of questionnaire items related to
external data. Finally, it assesses the impact of characteristics of the index-proxy
relationship on the validity of proxy reports in this context by examination of

associations in subsets defined by characteristics of the index-proxy relationship.

6.2 Methods

The three external data sources used as comparison data here are registration with the
Narcology Dispensary (the city’s alcohol treatment clinic), records of being in

receipt of disability benefit in the Social Security register, and Police records of a
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prison stay. These data are described in detail in Chapter 4. Such routinely collected
external data have merit as reference data in this context since they are prospectively
collected, independently of the research being carried out, prior to the death of the
case and therefore ascertained blind with respect to case-control status. The
questionnaire items examined include questions on whether the subject is in receipt
of any disability benefit, time spent in prison, and whether the subject has had any
professional help or advice for an alcohol problem. The external data and
questionnaire items are listed in Table 6.1 below; the methods used to evaluate the
quality of proxy responses with respect to these external data sources are described in

Chapter 5.

Table 6.1 External data and questionnaire item comparisons

External data Questionnaire item

Police record of a prison stay Has he ever been in any kind of prison?
(Questionnaire item F17)

Social Security registration as disabled Is he registered disabled?
(Questionnaire item J8)

Registration at the Narcology Dispensary Has he ever had help or advice from a
doctor, narcologist, social worker or some
other professional for an alcohol problem?

(Questionnaire item L.36)

Distribution of vaniables

The distribution of questionnaire item responses and external data among case and
control index subjects for whom a successful proxy interview was conducted was

obtained using simple cross tabulations of these variables against index type.

Evaluation of association between questionnaire items and extemal data

In order to investigate the strength of association between each exposure variable and
the relevant external data, sensitivity and specificity were obtained, and odds ratios
(OR) and their confidence intervals were calculated for control, control proxy and
case proxy respondents. Of particular interest was to investigate how external data
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are associated with control versus control proxy data. Where measures of effect
differ in favour of a bigger OR when using proxy data, indicating stronger
association between questionnaire and external data, or less dramatically, where the
estimates do not differ, this suggests that proxies may provide data that is as valid as

the controls themselves.

In order to explore whether particular attributes of the index-proxy relationship are
important in terms of the validity of proxy responses, all analyses were repeated
restricting to subsets defined by attributes of the index-proxy relationship, as detailed
in Chapter 4.

6.3 Results

Before considering the association of questionnaire responses with external data, the
distribution of subjects was considered on aggregate. The expectation is that there are
similar proportions of indexes reported to display certain behaviours as having
records in external data sources. Examination of this distribution is informative in the
interpretation of subsequent analyses. The crude distribution of the questionnaire-
derived exposures and the external data against which they are analysed are
presented in Table 6.2.

The two sources of data on disability registration show that among controls
considered in this chapter, the vast majority of men were not reported by a proxy to
be in registered as disabled (7.1%), and a similarly small number were found to be
registered within Social Security records. Less than 5% of men were reported by
their proxies to have ever spent any time in prison, and almost exactly the same
percentage were found within the police database to be recorded as having had one
or more prison stays. Finally, in the examination of alcohol-related items, it was
found that a very small proportion of men were registered at the Narcology
Dispensary (3.7%). However, larger numbers of men were reported to have ever had
professional help for an alcohol problem (14.2%)).

Among cases, a similar pattern of these markers was observed, with the lowest
proportion found to have the prison related items and the highest proportion
displaying alcohol-related behaviours. However, a much higher percentage of cases
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than controls was reported to display these markers in every instance. Around % of
cases were found to have each of the disability-related items and approximately
double the number of cases as controls were reported to have been in prison or were
found to have a police record of a prison stay. Finally, much higher proportions of
cases than controls were reported to display the alcohol-related behaviours, with
16.7% found to be registered at the Narcology Dispensary and 30.7% reported to

have received professional help or advice for an alcohol problem.
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Table 6.2 Distribution of index subjects by proxy report (questionnaire data) and
from external data sources by case-control status®

Questionnaire/external data item Controls Cases
n % n %
Disability-related items
no 1289 92.9 928 71.1
Is he registered disabled miss‘i’:; 9: ;::; 3;4 2:-27
Total 1387 100.0 1305 100.0
no 1315 94.8 084 75.4
*Social Security registration as yes 72 5.2 321 246
disabled? missing 0 0.0 0 0.0
Total 1387 100.0 1305 100.0
Police record/prison stay
no 1,315 94.8 1,072 82.1
Has he ever been in any kind of yes 67 4.8 225 17.2
prison missing 5 0.4 8 06
Total 1,387 100.0 1,305 100.0
no 1,327 95.7 1,125 86.2
*Police data - has he ever been yes 60 43 180 13.8
in prison? missing 0 0.0 0 0.0
Total 1,387 100.0 1,305 100.0
Alcohol-related items
Has he ever had help or advice no 1179 85.0 886 67.9
from a doctor, narcologist, social yes 197 14.2 401 30.7
worker or some other missing 11 0.8 18 1.4
professional for an alcohol
problem? Total 1387 100.0 1305 100.0
no 1,336 96.3 1,087 83.3
*Narcology Dispensary yes 51 3.7 218 16.7
registration? missing 0 0.0 0 0.0
Total 1,387 100.0 1,305 100.0
* external data item

® The data presented in this table describes all subjects for whom a successful interview was obtained,
except for those subjects excluded due to failure for interviews to be carried out according to the
Izhevsk Family Study protocol. These exclusions are described in detail in Chapter 4.
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6.3.2 Agreement between questionnaire derived data and external data

Sensitivity, specificity and OR describing the relationships between questionnaire-

derived data and external data are presented in Table 6.3.

Since having a record in the Social Security bureau is an administrative necessity in
order to be in receipt of invalidity benefit, sensitivity is expected to be near 100%,
with only a small number of disagreements arising because of data being incomplete
or incorrect. For similar reasons, specificity is expected to also approach 100%. This
is indeed what is observed among both controls and control proxies. Since the
absolute number of subjects who are registered disabled is low and the number of
subjects who are registered disabled but reported not to be by questionnaire
responses is also very low, sensitivity is close to 1 in all instances, and the ORs
obtained are very high with very wide confidence intervals. Thus, the difference in
point estimates for ORs obtained here are rather misleading (and illustrate how
sensitive ORs are to small changes in distribution) since the high values observed for
control proxies and controls are largely driven by the very small number of subjects
who are registered but responded negatively to the questionnaire item, and the large
number of subjects who are not registered (and were correctly reported as such). The
distributions reported by control proxies and controls are identical, suggesting that
control proxies are as valid as controls in their reporting of these data.

The expectation is that these associations be similar among both cases and controls,
since there is little reason why the relationship between questionnaire and external
data would be greatly affected by the higher prevalence of disability among cases,
beyond the possibility of a tendency for case proxies to more often incorrectly report
the case to be disabled, due to poorer health in general in this group of indexes.
Therefore for these data, any differences between case proxy and control proxy
measures would be to some extent indicative of a reporting bias attributable to the
fact of death. There is in fact little indication of bias in the reporting of this question
between case and control proxies with respect to Social Security registration.

In considering data regarding any time spent in prison, similar expectations apply: all
men who have spent time in prison should be recorded as having done so in Police

records and this should be reflected in questionnaire reports of having had a prison
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stay. However, it is not certain that proxies would be aware of all prison stays, since
the index may choose to try and hide these occurrences if possible, and for similar
reasons, indexes may choose to lie about such events in interviews. There is also the
possibility of misinterpretation of the questions, whereby a very short stay which
results in a police record is not acknowledged by respondents as requiring a positive
answer to the questionnaire item. Therefore it is anticipated that sensitivity will be
below 100%. The results are in accordance with this supposition, with sensitivity
values for all respondents being less than 100%. However, if a person has not spent
time in prison, it is unlikely that they or their proxies will answer that they have, so
the logical expectation is for specificity to approach 100% provided that both

questionnaire data and external data are complete. This is indeed what is observed.

There is little variation between control and control proxy sensitivity or specificity,
indicating that proxies are as valid as controls with respect to reporting this question,
a finding supported by the similar magnitude of the ORs obtained using control
proxy versus control data. Case and control proxy reports of this question are similar
with respect to police records, in terms of the magnitude of the observed OR,
sensitivity and in particular, specificity, suggesting that case proxies are similarly
valid for this question and there is little reporting bias attributable to the fact of death
of the index.

The external data on Narcology Dispensary registration captures all those who have
been registered at the Narcology Dispensary for help or advice for an alcohol
problem, and accordingly should be related to questionnaire reports of having
received professional help or advice for an alcohol problem. It is indeed observed
that the ORs are substantial and similar for controls and control proxies, but lower
than those observed for police and social security data. All those who are registered
at narcology should report having obtained professional help; therefore sensitivity
should be 100%, although not all those who have received professional help will be
registered since professional help can be obtained elsewhere. Therefore specificity
may logically be less than 100%. We would therefore expect sensitivity to be greater
than specificity for this question, whereby a smaller proportion of those registered
fail to report receiving professional help than the proportion of those not registered

who do report receiving professional help. However, this is not observed: around
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30% of those who are registered at narcology do not report having received
professional help, and more than 10% of those who are not registered report having
received professional help. These findings are more revealing of the type of service
provided by narcology and its population coverage, than of the quality of proxy
responses with respect to these data, although it is also possible that stigma
associated with registration at the Narcology Dispensary could affect index and
proxy reporting of the relevant question, with implications for both sensitivity (likely
to be decreased) and specificity (likely to be increased). However, the similarity of
sensitivity, specificity and ORs obtained using control and control proxy data
suggests that proxy respondents are reporting in a similar way to controls in

answering this question.

There is little difference observed between case and control proxy sensitivity or
specificity, which is reflected in the ORs, whose point estimates differ but whose

confidence intervals overlap almost entirely.
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Table 6.3 Association of questionnaire variables with extemal data illustrated by
odds ratios, and by sensitivity/specificity of the questionnaire to
predict the external data registration where appropriate

Questionnaire y n Sensi- Specif- OR (95% C1)
item Respondent tivity icity

External data: Soclal Security registration

Is he registered  Control y 49 22 0.94 0.98 7914
disabled? (index) n 3 1066 (101.9,6145.0)
Controlproxy y 49 22 0.94 0.98 791.4
n 3 1066 (101.9,6145.0)
Caseproxy y 310 64 0.97 0.93 557.0
n 8 920 (126.6,2452.0)
External data: Police records
Has he ever been Control y 41 10 0.63 0.99 181.9
in any kind of (index) n 24 1065 (59.5,556.3)
prison?
Controlproxy y 38 12 0.67 0.99 177.8
n 19 1067 (58.9,537.3)
Case proxy y 162 16 0.72 0.98 169.7
n 63 1056 (68.4,421.1)
External data: Narcology Dispensary registration
Has he everhad Control y 20 133 0.64 0.88 13.1 (6.7,25.5)
help or advice (index) n 16 962
from a doctor,
narcologist, social Controlproxy y 28 138 0.65 0.87 12.9 (6.5,25.4)
worker or some n 15 950
other professional
for an alcohol Caseproxy y 148 253 0.69 0.76 7.4 (5.2,10.5)
problem? n 65 821
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6.3.3 Agreement between questionnaire derived data and external data
according to attributes of the index-proxy relationship

It is encouraging that the associations observed with external data when using
questionnaire data from control proxies are very similar to those observed when
using control data, and there is little indication of case/control bias in proxy reporting
of these items. By repeating this previous analysis using subsets of the data defined
by attributes of the index-proxy relationship, it is possible to investigate whether
these associations are altered when the choice of proxy is further restricted to those

who may be expected to more accurately report index behaviour.

‘Is the subject registered as disabled’ and Social Security data

Examination of the agreement between questionnaire data on whether the index is
registered as disabled with external Social Security data on disability among subsets
restricted by attributes of the index-proxy relationship is presented in Table 6.4. The
very small number of subjects who are registered as disabled but reported not to be in
the whole sample, and the even smaller number in the restricted subsets makes
interpretation of these results difficult, since the precision of the findings is poor and
point estimates are greatly affected by very minor changes in distribution of

responses in the discordant cells of the contingency tables.

Overall it appears that restricting these data by attributes of the index-proxy
relationship makes little difference to the results obtained in terms of sensitivity and
specificity, and does not appear to affect the validity of proxy responses for this very
objective question, other than weak evidence of a difference in the strength of
association in control households where the proxy is the spouse (subset4) for both
index and proxy respondents. This is in the opposite direction to that anticipated,
whereby spouses as proxies are less likely to answer affirmatively where the index is
registered disabled than the whole group, as indicated by lower sensitivity, and a
correspondingly lower OR.
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Table 6.4 Association of questionnaire item ‘Is he registered disabled’ with
Social Security registration by respondent and subset’

Respondent Subset y n Sensi-  Speci- OR (85% Cl)
tivity ficity
Control All y 49 22
. 0.94 0.98 1, . .
Corra vz 791.4 (101.9,6145.0)
Subset1 y 45 21 44, 098  700.0 (92.1,5319.0)
n 3 980
Subset2 y 41 20 g4 098  617.1 (83.1,4580.0)
n 3 903
Subset3 y 46 20 g4 098  747.5 (93.8,5956.0)
n 3 975
Subset4 y 30 20 4o 098 4855 (73.3,2957.0)
n 3 931
Control All y 49 22
0.94 098  791.4 (101.9,6145.0
proxy n 3 1,066 ( )
Subset1 y 45 22 g, 098  667.5 (90.7,4914.0)
n 3 979
Subset2 y 41 20 oo 098  617.1 (83.1,4580.0)
n 3 903
Subset3 y 46 20 g, 098 7475 (93.8,5956.0)
n 3 975
Subset4 y 30 21 g4 088 4429 (71.6,2739.0)
n 3 930
Case proxy Al y 310 8 g7 093  557.0 (126.6,2452.0)
n 8 920
Subset1 y 273 54 0.98 094 6665 (117.8,3772.0)
n 6 791
Subset2 y 270 53 444 0.93  718.3 (109.8,4699.0)
n 5 705
Subset3 y 292 88 o, 093 5085 (114.0,2267.0)
n 8 808
Subset4 y 202 41 o 0.83  661.4 (82.8,5282.0)
n 4 537

¢ Subset 1 = duration of index-proxy cohabitation at least 5 years; subset 2 = ‘good’ or ‘extremely
good® self-reported proxy knowledge of index; subset 3 = proxy-index contact at least daily; subset 4
= proxy was wife/girlfriend/partner (spouse).
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‘Has the subject ever been in any kind of prison?’ and Police data

Examination of the agreement between questionnaire-derived data on whether the
index has ever had a prison stay with external Police records of a prison stay in
subsets restricted by attributes of the index-proxy relationship is presented in Table
6.5. Specificity is high and unchanged for all types of respondent in all subsets.
Sensitivity is also almost unchanged, with the exception of case proxy data in subset
4, Tt appears that when considering only cases whose proxy is their wife, girlfriend or
partner, those cases possessing a police record are less likely to be reported to have
had one or more prison stay by their proxy. This tendency is supported by the 95%
confidence interval for specificity, which is 0.54 - 0.74.
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Table 6.5 Association of questionnaire item Has he ever spent time in any kind
of prison reported by controls, control proxies and case proxies, and
Police data regarding prison stays by subsef’

Respondent Subset v n_ sensitivity specificity OR (95% CI)
Control Al v 4 10 463 0.99 181.9 (59.5,556.3)
(index) n 24 1,065
Subset1 v 33 7 0.59 0.9 2021 (57.7,707.6)
n 23 986
Subset2 v 34 9 0.64 0.99 179.9 (53.9,601.1)
n 19 905
Subset3 v 41 8 0.64 099 2168 (62.7.747.9)
n 23 972
Subset4 v 32 9 0.65 0.99 193.7 (56.3,666.4)
n 17 926
Control Al vy 38 12 447 0.99 177.8 (58.9,537.3)
proxy n 19 1,067
Subset1 v 32 8 0.64 0.99 219.6 (61.5,783.4)
n 18 988
Subset2 v 31 11 0.69 0.99 182.8 (54.3,615.4)
n 14 908
Subset3 v 37 11 0.66 0.99 172.3 (55.3,536.2)
n 19 973
Subset4 v 20 11 0.66 0.99 162.9 (50.5,525.8)
n 15 927
Case proxy Al y 162 16 545 0.99 169.7 (68.4,421.1)
n 63 1056
Subset1 v 123 14 0.74 0.99 192.5 (69.0,536.8)
n 43 942
Subset2 v 125 13 4., 0.98 190.3 (66.0,548.9)
n 43 851
Subset3 v 142 13 ., 0.99 185.5 (68.1,504.9)
n 5 951
Subset4 v 65 2 0.64 1.00  613.0 (64.1,5865.0)
n 36 679

4 Subset 1 = duration of index-proxy cohabitation at least 5 years; subset 2 = ‘good’ or ‘extremely
good’ self-reported proxy knowledge of index; subset 3 = proxy-index contact at least daily; subset 4
= proxy was wife/girlfriend/partner (spouse).
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‘Has the subject ever had help or advice from a doctor, narcologist, social
worker or some other professional for an alcohol problem?’, and Narcology
Dispensary registration

When examining the agreement between this questionnaire item and Narcology
Dispensary registration among subsets restricted by attributes of the index-proxy
relationship, a few notable differences emerge (Table 6.6). For all types of
respondent, specificity estimates for this question are almost unchanged in any
subset, indicating that the number of false positives is not reduced by restricting to
certain households. Sensitivity estimates show very slight increases which in most

occurrences are so small as to be disregarded, although there are some exceptions.

Among indexes (controls) for whom the proxy reports good or extremely good
knowledge of the index (subset 2) and to a lesser extent, for indexes for whom the
proxies are only spouses (subset 4) there is a lower proportion of false negatives.
This is driven by a small change in absolute numbers, since the overall number of
controls registered at the Narcology Dispensary is small. The precision of these
estimates is therefore poor. The ORs for the overall association between question
L36 reported by the index and Narcology Dispensary registration reflect these
findings, whereby the magnitude of the association is larger when using subset 2 and
especially subset 4, although the possibility that these observed differences have
arisen by chance cannot be excluded. These results are broadly mirrored in the
control proxy data, which reinforces the findings of the previous section, providing
evidence of lack of bias in the use of a proxy versus the index. When using spouses
(subset 4), however, the magnitude of the point estimate of the OR obtained when
using proxy data is notably higher than when using index data, indicating that
spouses are more likely to report the index having received professional help for an

alcohol problem than the indexes on whom they are reporting.

This pattern of proxy reporting is broadly observed within case proxy data.
Examining proxies who are spouse of the index, an increase in the validity of proxy
responses is observed. An improvement in the association between questionnaire and
external data is not detected when restricting to those households for which proxies
report ‘very good’ or ‘extremely good’ knowledge of the index (subset 2), but there
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is a weak suggestion that those who have cohabited with the index for at least 5 years

(subset 1) provide slightly more valid responses than the unrestricted dataset.
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Table 6.6 Association of questionnaire item L36 (Has the subject ever had help
or advice from a doctor, narcologist, social worker or some other
professional for an alcohol problem?’) and Narcology Dispensary
registration by respondent and subsef’

Respondent Subset v n sensitivity specificity OR (95% CI)
Control Al v 20 133 g 0.88 131 (6.7,25.5)
(index) n 16 962
n 13 884
Subset2 v 28 115 449 0.88 18.0 (8.4,38.8)
n 11 813
Subset3 v 28 121 0.65 0.88 13.6 (6.8,27.0)
n 15 880
Subsetd v 21 123 0.68 0.87 14.2 (6.3,31.8)
n 10 830
Control All v 28 138 465 0.87 12.9 (6.5,25.4)
proxy n 15 950
Subsett v 24 133 g 0.87 12.1 (5.9,25.1)
n 13 874
Subset2 v 27 118 0.71 0.87 16.7 (7.8,36.1)
n 11 805
Subset3 v 27 129 g4 0.87 12.9 (6.4,26.1)
n 14 865
Subset4 v 22 130 ¢ 0.86 19.8 (8.0,49.2)
n 7 819
Case proxy Al v 148 253 (g9 0.76 7.4 (52,10.5)
n 65 821
Subset1 v 135 221 444 0.76 8.5 (5.8,12.6)
n 51 712
Subset2 v 120 188 g 0.78 8.0 (5.4,11.9)
n 583 667
Subset3 v 124 220 479 78 7.9 (54,11.6)
n 54 758
Subset4 v 77 170 4 0.75 10.1 (5.9,17.3)
n 23 513

* Subset 1 = duration of index-proxy cohabitation at least 5 years; subset 2 = ‘good’ or ‘extremely
good’ self-reported proxy knowledge of index; subset 3 = proxy-index contact at least daily; subset 4
= proxy was wife/girlfriend/partner (spouse).
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6.3.4 Can narcology data be used to validate other alcohol-related
questions?

In addition to the question on whether the subject has received professional help or
advice for an alcohol problem in the past year (L36), the Izhevsk Family Study asked
a large number of other questions relating to alcohol use, some of which were
indicators of hazardous drinking, as described in Chapter 3 and Chapter 4. 4 priori,
we would expect other reports of hazardous drinking to be related to Narcology
Dispensary registration, which captures all those who have been registered at the
Narcology Dispensary for help or advice for an alcohol problem. It is therefore of
interest to explore whether questions providing reports of hazardous drinking
behaviour are associated with Narcology Dispensary registration in cases and
controls, an external indicator of hazardous drinking, in a similar way to question
L36.

Of the large number of variables available relating to alcohol use, two questions
emerged as particularly important indicators of hazardous drinking in mortality
analyses carried out on the full dataset and on this basis have been selected for
further exploration here. These are the questions relating to consumption of
surrogates in the past year (L4), and whether the subject has been on zapoi in the past
year (L25).

Not everyone who has an alcohol problem is expected to be registered at the
Narcology Dispensary, and not everyone who is registered is expected to answer
affirmatively to all questions about aspects of hazardous drinking behaviour.
Specifically, the questions on surrogate use and zapoi ask about very different
aspects of alcohol-related behaviour to question L36: they are not attempting to
measure the same thing as the external data on Narcology Dispensary registration,
which captures those who are registered for any alcohol problem rather than
supplying behaviour-specific information. Therefore sensitivity and specificity are
not appropriate measures to quantify the relationships between questionnaire data
and external data. However, the strength of association (OR) is of interest (Table
6.7).
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Table 6.7 Association of questionnaire items ‘Has he ever used surrogates in
the past year?’ and ‘Has he been on zapoi in the past year?’ with
Narcology Dispensary registration by respondent.

Questionnaire item Respondent y n OR (95% Cl)
Has he drunk surrogates in the Control (index) y 14 59 7.9 (3.9 15.9)
past year? n 31 1036
Control proxy y 14 78 6.4 (3.2,129)
n 28 1005
Case proxy y 161 375 4.7 (3.3, 6.6)
n 59 687
Has he been on zapoi in the Control (index) y 14 71 7.5 (36, 154)
past year? n 23 873
Control proxy y 16 106 6.0 (3.0,12.1)
n 21 841
Case proxy y 138 377 3.5 (25,49
n 63 605

For both questions examined here, the patten observed when comparing the
questionnaire item with Narcology Dispensary registration is close to expectations
for control and control proxy data. A tendency is observed for proxies to slightly
over-report the prevalence, on aggregate, of the index drinking surrogates in the past
year and of having been on zapoi in the past year, compared with the index
themselves. This is reflected in the lower OR obtained when using control proxy
data. Overall however, the similarity of the results obtained when using control
versus control proxy data, suggests that control proxies tend to report these
behaviours accurately compared with the controls themselves. It appears, therefore,
that Narcology Dispensary registration may also be used to validate proxy reports of
other types of hazardous drinking among controls, by comparing associations with
those obtained from index respondents.

For case proxy data, however, both ORs are substantially (although not statistically)
weaker among case proxies than control proxies, suggesting that case proxies are less
valid at reporting surrogate use and having been on zapoi with respect to Narcology
Dispensary registration than control proxies. However, rather than these differences

revealing a bias in the way case and control proxies report these questions, they may
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be explained by different behavioural patterns among cases and controls with respect

to alcohol consumption.

The differences between findings for cases and controls may be a reflection of the
fact that alcohol consumption is closely related to mortality. Those controls who are
registered at the Narcology Dispensary may be so for reasons relating to less extreme
alcohol use than cases, or put another way, those subjects who are registered at the
Narcology Dispensary because of extreme alcohol consumption behaviours are most
likely to become cases. Correspondingly, reporting of these two behaviours will
differ according to the extent of problem drinking, which is likely to be more
extreme among cases than controls. Differences between case proxy and control
proxy responses in this context cannot inform about case-control bias in the validity

of proxy responses where the questions being examined are related to mortality.

6.4 Discussion

The results in this chapter indicate that there is an association between external data
sources and self-reports of related questionnaire items where these are attempting to
measure the same thing. This enables the use of these external data sources to
validate proxy responses to these same questions using the whole analytic dataset,
between case and control proxies in order to explore case-control bias in proxy
reports of these questions and, finally, in subsets defined by the characteristics of the

index-proxy relationship.

Do proxies provide valid responses fo questionnaire items with respect to
external data sources?

Based on the analyses presented here, it is possible to conclude that proxy
respondents appear in general to provide valid responses to questions on receiving
professional help or advice for alcohol problems, on registration of disability, and on
prison stays, when these responses are examined with respect to appropriate external
data records. These conclusions have been drawn by comparing the pattern of
associations between control proxy reports and external data with those associations
between index (control) reports and external data. An obvious limitation of this

method is that control reports are not themselves assumed to accurately represent
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true behaviour or events. However, given that in the absence of a gold standard,
index reports are often assumed to be the best source of data, this method addresses
the issue of whether proxies are as good as these preferred respondents in this

context.

Since Social Security registration is concerned with receipt of money, it is
unsurprising that there is a high correlation between reporting of disability
registration and Social Security registration. However, the sensitivity observed for
the question on prison stays as predictive of a Police record of the same is not
particularly high. This may be attributable to the fact that this is an area which may
be considered taboo and hence may be concealed by the index. It is also possible that
very short stays in prison (the exact duration of which are not recorded in these data),
which do result in an official Police record, are not considered to be a prison stay by
respondents, but rather to be an encounter with the police. In this case, these two data
sources may not be measuring exactly the same thing, so any measure of agreement

is immediately compromised, regardless of data quality.

The low sensitivity obtained for control and control proxy respondents for the
question ‘Has the subject ever had help or advice from a doctor, narcologist, social
worker or some other professional for an alcohol problem?” and Narcology
Dispensary registration may reflect peculiarities in the representativeness of
Narcology Dispensary registration, whereby a number of index subjects who have
received such help or advice have done so from sources other than the narcology
service. There may be cultural stigma associated with registration at the Narcology
Dispensary, whereby respondents may not wish to admit to the subject having
received professional help or advice for an alcohol problem. This would lead to a
relative decrease in the prevalence of reporting of Narcology Dispensary registration.
Alternatively, there may be issues with the comprehension of this question, whereby
brief or unsolicited advice may not be considered or remembered when answering
the questionnaire item, although these events will have resulted in Narcology
Dispensary registration.

Overall, proxy respondents in the unrestricted dataset appear to provide valid
responses to questionnaire items with respect to external data, when examined
alongside self-reports of the same questions.
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Is there case-control bias in the reporting of these questionnaire items?

Examination of results obtained using case proxy data is informative about whether
there is case/control bias in proxy reporting of these questions with respect to
external data sources. Although little statistical difference is observed between
estimates of effect obtained using control proxy and case proxy data, some small
differences in sensitivity and specificity are observed. This firstly reflects the slightly
higher prevalence of each of these items among cases, but also suggests minor case-

control bias in proxy reporting of these questions.

It is possible that some men may wish to conceal their status as disabled from their
proxies for reasons of financial control within the household, embarrassment or other
reasons. This would apply to both types of index. However, the severity of disability,
where it arises, could plausibly be greater among cases. The consequences of this for
measures of validity examined here are twofold: where the proxy is guessing the
response to the question on disability registration rather than being in possession of
the facts, the observed higher sensitivity in cases could plausibly arise because case
indexes are less able to conceal their disabilities than controls, or alternatively, cases
appear to proxies to have a disability that would lead to registration, even where this

is not the case.

Bias in prison stay items may be explained in a similar way. The nature of offences
committed by controls may be more likely to be minor offences than those
committed by cases. Such offences would result in having a Police record of having
spent time in prison, but this may have been of such brevity that the control/control
proxy would not consider it a prison ‘stay’. This would lead to the higher observed
sensitivity among cases. Additionally, shorter prison stays of a day or less would be
more easily concealed than longer stays by indexes who wished to do so, and these
indexes would plausibly be more likely to be controls.

Finally, the clear difference in the association between case proxy and
control/control proxy reports of having had help or advice for an alcohol problem
and Narcology Dispensary registration may be explained in terms of the last results
presented in the previous section: this question addresses behaviour which is related
to mortality. Case proxies have higher levels of hazardous drinking behaviours, and
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hence there are simply more cases proxies who answer in the affirmative to the

questionnaire item, inevitably leading to higher sensitivity and lower specificity.

In summary, there are small but observable differences in the observed associations
between case and control proxy questionnaire items and external data sources.
Generally, these can be attributed to differences in behaviours and characteristics of

indexes, rather than a case/control bias in proxies responses to these questions.

Is validity affected by the choice of proxy respondent?

Examination of these associations among defined by characteristics of the index-
proxy relationship revealed whether choice of proxy has any impact on the validity

of proxy responses, with respect to external data.

Apart from a few exceptions, restriction of the analyses to subsets defined by
attributes of the index-proxy relationship does not substantially alter the validity of
control proxies, when compared with the whole sample, although there is —
inevitably — a tendency for slightly increased sensitivity in these nested subsets.
There is some suggestion that subset 4 consists of proxy respondents who provide
slightly more, although sometimes less, valid responses to the questions examined
here. It is intuitive that proxies who are the wife, girlfriend or partner of the index
would have good knowledge of the index’s behaviour and therefore be in a strong
position to provide valid responses. This is in line with the findings of the literature
review in Chapter 1, which established that there is a general consensus in the
literature that spouses make the best proxies. Apart from some weak evidence that
proxies who report ‘very good’ or ‘extremely good’ knowledge of the index (subset
2) also provide slightly more valid responses, any positive effect of restricting by
other index-proxy attributes is rather less convincing, and appears to depend on the
specific question being examined and the type of index (case or control).

It is possible to hypothesise why proxies in subset 4 appear to provide more or less
valid responses on a question by question basis. Beginning with items related to
disability registration, it is surprising that spouses do not appear to be better informed
of this official status than other types of proxy. However, examination of the raw
data reveals that the number of discordant pairs is almost unchanged in this group
compared with the whole sample, and the changes in sensitivity and the OR obtained

119



are largely driven by substantial changes in the demoninators of these measures
relative to the numerators: thus this observation is to some extent artefactual. It is
notable that in subset 4 (spouses only) for cases, the index is less likely to be reported
to have been in prison. This may be because spouses are somehow more badly
informed than other proxies about these events. However, far more likely is that this
is a reflection of the nature of offences committed by those who have spouses. Cases
who have a spouse may be likely to commit more minor offences than men who do
not have spouses, leading, as discussed above, to the existence of a Police record on
the basis of an event that does not lead to an affirmative questionnaire response by
the proxy. Finally, consideration of the agreement between the question ‘Has the
subject ever had help or advice from a doctor, narcologist, social worker or some
other professional for an alcohol problem?’ and Narcology Dispensary registration
reveals that there is improvement in proxy validity, indicated by higher sensitivity
and a correspondingly higher OR, when only using spouses (subset 4) in both case
and control households. This supports an argument for using spouses as proxies, in

preference to even the index themselves, as the most valid, respondent type.

It is interesting that in the examination of subsets, the results obtained when using
control proxy responses are very similar to those obtained when using self-reported
control data. This finding suggests that the index-proxy relationship attributes that
are associated with more valid proxy responses also affect the type of index being
examined within these subsets, so that they themselves also provide more valid data.
This is an important finding: it suggests that differences observed are as much a
reflection of the types of men who have a spouse, as it is a reflection of the ability of
these spouses to report on the index; it is logical to assume that the proxy available
for interview is not random, but is a function of characteristics of the index.

Since the subsets being examined are all nested within the larger sample, it is
plausible that variations observed in the apparent validity of proxy responses are
attributable to comparing non-independent samples. Ideally, each subset could be
compared with its inverse, a sample comprising those not in that subset. However,
the small numbers of observations in some cells preclude this approach, as the
findings would not be sufficiently robust to be informative. Subset 4 in particular

(spouses only) for which the most convincing evidence of a difference in reporting is
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observed is substantially smaller in size than the other subsets examined. The bigger
difference observed in the size of the effects when compared to other, larger, subsets
could be due to the distribution, whereby real but small differences in proxy validity
have greater weighting than similar differences in larger nested subsets when
compared to the whole sample. This could account for the changes observed in
associations when using proxy respondents who had been cohabiting with the index
for at least 5 years (subset 1) and those who reported ‘very good’ or ‘extremely
good’ knowledge of the index (subset 2) for the items related to Narcology
Dispensary registration. Whilst avoiding over-interpretation of these small
improvements, it is worth noting that they are not unexpected. The proxy
respondents included in these two subsets could plausibly be expected to be better
able to report index behaviours than other proxies, and with more statistical power,

the findings could emerge to be more convincing.

An examination of the sensitivity and specificity obtained for respondents not in
subset 4 for question L36 and Narcology Dispensary registration helps clarify this
point. The sensitivity for case proxy, control proxy and control respondents not in
subset 4 are 0.63, 0.43 and 0.57 respectively, and the specificities are 0.79, 0.94, 0.93
respectively. It is notable that for all categories, the trends - albeit small - are
opposite for those not in subset 4 to those in subset 4. In particular, the sensitivity for
control proxies is lower for those not in subset 4 than for those in subset 4, and
relative to the whole sample. This supports the finding that those in subset 4

(spouses) may provide more valid responses.

Concluding comments

In conclusion, the results presented in this chapter provide evidence that proxies
provide valid responses to a range of questions with respect to external data sources

measuring the same underlying behaviours and events.

There is some weak evidence of case control bias in the way that proxies report the
question examined in this chapter, but this can be explained to some extent in terms
of inherent behavioural differences between indexes who are cases and those who are
controls, rather than differences in the validity in the proxy reports of these
questions.
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Most strikingly, in line with the consensus in the extant literature, there is evidence
that spouses (subset 4) provide more valid responses. These findings are explored
further using different analytic approaches and a wider range of questions in the

following chapters.
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Chapter 7 Agreement between proxy and index
respondents

What sort of response can be obtained when using proxy respondents in place of the
index themselves? The use of proxy respondents is sometimes inevitable when the
index themselves is not available. Some of the consequent methodological
difficulties introduced when using proxy respondents have been discussed earlier in

this thesis. In this chapter we

turn to using the index as a
Questionnaire data Extemal data
reference against which to
evaluate the validity of proxy
responses. As described in the
previous chapter and Chapter 1,

a number of studies have

attempted to quantitatively
| Sy Direct data comparisons

Sibpdtt i 3 address the issue of whether
b'mmpdnolrw |

proxy respondents are valid

substitutes for an index subject,
but no definitive ‘answer’ has been achieved to date. In this chapter, the unique
dataset obtained from the Izhevsk Family Study which comprises a complete set of
index and proxy reports for a large number of controls will be used to empirically
investigate the question of what sort of response can be obtained relative to the index
when using a proxy, sometimes the only available choice, and how this is affected by
characteristics of the index-proxy relationship of the formal index-proxy relationship.
Where discrepancies in reporting between index and proxy are identified, the

directionality of misclassification by proxies is evaluated.

71 Summary of chapter contents

This chapter assesses the agreement of proxy reports with the index report among
controls from the Izhevsk Family Study, focusing on questions about alcohol use,

and also considering questions on tobacco use, socioeconomic factors and three
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health questions. By repeating the analyses on restricted groups of respondents,
defined by attributes of the index-proxy relationship, this chapter then explores
whether these attributes affect agreement of proxy responses. Finally, an evaluation
of direction of misclassification in the proxy relative to the index response is

conducted.

7.2 Background

There are instances in observational research in which there is no option but to use
proxies. As described above, there are a number of approaches to the challenge of
assessing whether proxy responses are valid. One of these is to compare proxy
questionnaire responses with responses obtained from the index themselves. Indexes
are of course themselves subject to biases; there is ongoing extensive debate on the
validity of self-reports of alcohol consumption and other behaviours*®-31:33-34.56.57.137)
The purpose of this chapter is not to enter into that debate, but rather, to provide an
answer to the question: what sort of response can be obtained from proxy
respondents when they are used in place of the index? This is the central question
raised by the obligate use of proxies in any case-control study where the case has

died or is unable to respond for whatever reason.

It is well-established that indexes themselves are a fallible source of data, especially
for alcohol-related questions®”. Index responses may be influenced by a wide range
of factors including forgetfulness, embarrassment, shame, or at the other end of the
spectrum a desire to enhance their image or gain access to resources by painting a
biased picture of their behaviour or situation*”. These factors will vary across
members of a study population, leading to inconsistency in terms of the relative

under/over reporting by the index compared with proxy reports.

Having previously highlighted the importance of alcohol use as an exposure in the
Russian mortality crisis and for the Izhevsk Family Study, in this chapter, the focus
will continue to be on alcohol-related questionnaire variables. There is a literature on
the validity of proxy responses with respect to alcohol use within which it is
generally suggested that proxies may overestimate alcohol consumption relative to
the index (see Chapter 1). Additionally, a range of questions relating to tobacco use,
health and socioeconomic factors will be again considered.
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As in the previous chapter, the analyses carried out will be repeated on a reduced
portion of the dataset, on samples defined by characteristics of the index-proxy
relationship and by the formal index-proxy relationship. This approach is being used
to triangulate and extend the findings from the previous chapter regarding whether

such attributes of the index-proxy relationship affect the validity of proxy responses.

7.3 Methods

The methods used to evaluate the quality of proxy responses with respect to index

data are described in more detail in Chapter 5

In this chapter, Cohen’s kappa coefficient, weighted or unweighted as appropriate, is
used to initially assess the level of agreement beyond that expected by chance alone
between index and proxy reports of questions relating to alcohol use, tobacco use and
a selection of other exposures among control households for non-missing data. All
non-nested questions (i.e. not asked based on responses to previous questions) were
examined. The strengths and weaknesses of Cohen’s kappa coefficient are discussed
in Chapter 5. The distribution of responses by informant type was obtained using
simple cross-tabulations in order to aid interpretation of kappa coefficients. Analyses
were repeated restricting to subsets defined by attributes of the index-proxy
relationship as described in Chapter 4" Agreement was interpreted in accordance
with the scheme developed by Landis and Koch®”: <0, poor; 0.00-0.20, slight; 0.21—
0.40, fair; 0.41-0.60, moderate; 0.61-0.80, substantial; >0.8, almost perfect.

One of the issues of particular interest in the context of the Izhevsk study was how
far control proxies over- or under-estimated exposures relative to the control.
McNemar’s test was used to evaluate the directionality of discordance between
observers. This chi-squared statistic was based on the proportion of discordant pairs,
whereby all discordant pairs of observations were grouped according to the direction
of their disagreement (proxy over- or under- reporting relative to the control). The

f Subset 1 = duration of index-proxy cohabitation at least 5 years; subset 2 = ‘good’ or ‘extremely
good’ self-reported proxy knowledge of index; subset 3 = proxy-index contact at least daily; subset 4
= proxy was wife/girlfriend/partner (spouse).
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magnitude of the chi-squared statistic and its p value obtained on 1 degree of
freedom were used to interpret whether or not the directionality of disagreement

could have arisen due to chance.

In order to formally evaluate the relative strength of index-proxy agreement in the
subsets, log-linear models after Agresti of the difference in agreement between
classes of rater pairs were fit to the data'?®, comparing those index-proxy pairs
within each subset to all other respondents. The magnitude and significance of the
derived parameter representing the difference in agreement between index-proxy
pairs included versus excluded from any particular subset, t, was then examined for
each question (e.g. pairs included in subset 1 compared with pairs not included in
subset 1). By then obtaining z scores for t (t/standard error), the normalised
coefficients were displayed on a quantile-quantile plot in order to visually examine
which of the t/standard error values lay outside the range expected under the

assumption of a normal distribution.

In order to assess whether there was a tendency for directionality in the difference in
agreement for any particular subset, a sign test to assess the proportion of
coefficients which were above, versus below, the null value of 0 (representing no
difference between groups) was carried out over all questions. Since the sign test is
carried out on a number of 1 coefficients obtained from the same individuals over a
selection of questions, the coefficients are not independent, invalidating the sign test.
This measure is, however, useful as an indication of presence or absence of a

tendency for one set of pairs of raters to exhibit greater agreement than the other.

7.4 Results

As described in Chapter 4, for 90% of control households in which a proxy interview
was obtained, a control interview was also successfully obtained. This resulted in
1580 pairs of index-proxy interviews. After exclusions carried out to ensure quality

of interviews obtained, 1140 index-proxy interview pairs were suitable for analysis.

Table 7.1 displays Cohen’s kappa coefficients for index-proxy pairs for each of 44
questions, for the unrestricted sample and for those pairs included in each of the
subsets examined. Results are ordered according to the kappa coefficient obtained for
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the unrestricted sample of 1140 households in which an eligible control and control
proxy interview were obtained. In the table, the threshold between each interpretative
category as prescribed by Landis and Koch®” is indicated by a solid line. Results are
described below by subject area, beginning with questions related to alcohol use, and
followed by questions related to tobacco use, socioeconomic factors and health

questions.

7.4.1 Index-proxy agreement for alcohol-related variables

When examining the unrestricted sample, none of the 30 questions displayed the
highest level of agreement, corresponding to kappa coefficients in the ‘almost
perfect’ category (>0.8), nor did any display agreement in the ‘slight’ or ‘poor’
categories (kappa<0.2). The majority of questions fell in the ‘moderate’ range
(0.4<kappa<0.6), and the rest were distributed between ‘substantial’ and ‘fair’

agreement. Some specific comments follow.

Table 7.1 shows that the highest index-proxy agreement for alcohol use questions
was observed for 5 items whose kappa coefficients were in the range 0.6-0.8,
corresponding to a ‘substantial’ level of agreement. These questionnaire items
included the queries about the days on which beer, spirits and other alcoholic
substances are usually drunk (rather than quantity consumed), and two items relating
to help for alcohol-related problems, ‘Has he ever had help or advice from a doctor,
narcologist, social worker or other health professional for an alcohol problem?’, and
‘Has he ever been taken to a sobering up centre?’. Of particular interest is the binary
variable describing whether the index ever drinks surrogates, an extreme drinking
behaviour, which was derived from the question about frequency of drinking
surrogates. This question was at the lower end of the ‘substantial’ agreement range
(kappa = 0.62, 95% CI 0.53 - 0.71).

The majority of questions relating to alcohol use showed kappa coefficients for
agreement beyond that expected by chance alone in the ‘moderate’ agreement range
0.4-0.6, indicating that in general, proxies can provide reasonably accurate reports of
alcohol use relative to the index. Questions on the maximum and the usual quantity
of beer, wine and spirits consumed fell in this range, although the coefficients for
agreement on the questions relating to spirits were at the lower end of this range
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(kappa = 0.49, 0.46 respectively), whilst those for beer and wine were at the upper
end (kappa = 0.54, 0.58). Conversely, questions asking on which day any of these
drinks are usually consumed all fell at the lower end of this scale (kappa<=0.49). The
question about whether the man had had one or more episodes of zapoi® in the past
year displayed ‘moderate’ agreement (kappa = 0.57). A number of other questions
about behaviours indicating hazardous drinking, rather than about consumption itself,
also fell in the ‘moderate’ range. These included ‘Has he been arrested because of
being drunk during the past year’, ‘How often does he fail to fulfil his work
obligations due to drinking alcohol?’, ‘How often does he have a hangover?’, ‘Does
he ever drink alcohol before noon?’, ‘How often does he become excessively drunk?’
and ‘Does he ever drink alone?’ Finally, the questions on usual frequency of

consumption of surrogates and wine showed ‘moderate’ agreement.

Seven of the 30 questions examined showed the lowest agreement, kappa = 0.2-0.4,
corresponding to ‘fair’ agreement. Questions on whether the man drinks more, less
or about the same now compared to one year or one month in the past exhibited the
lowest of the questions examined. Three of the questions in this section referred to
behaviours which would be likely to occur outside the home and are therefore not
easily observable by proxies. These were ‘Does he usually drink alcohol at home or
in other places?’, ‘Does he ever drink spirits together with either beer or wine at the
same sitting?’ and ‘Does he ever drink large quantities of spirits without also eating
some food?’ Other questions showing ‘fair’ agreement are those asking about
frequency of going to bed clothed due to being drunk, although it should be noted
that the number of controls responding to this question in the affirmative were again
low, compromising the robustness of the estimate, and the charged question ‘How
often does he fail to fulfil his family or personal obligations due to drinking

alcohol?’.

8 Zapoi: a period of continuous drunkenness lasting several days.
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Table 7.1 Cohen’s kappa coefficients for agreement between control index and
control proxy for alcohol, tobacco use, socioeconomic factors and
health questions by subset"

Q Question text Weight-  All Subset Subset Subset Subset
ed 1 2 3 4

(n= (n= (n= (n= (n=

1140) 1049) 967) 1044)  984)

J8 Is he registered disabled? N 0.99 0.99 0.98 0.98 0.99

M1 Is he a current smoker? N 0.95 0.95 0.96 0.95 0.95

E15 What is his marital status? Y 0.96 0.95 0.95 0.96 0.95

F3 Is he in regular paid N 0.88 0.89 0.89 0.88 0.88
employment?

F1 Whatis his level of Y 0.87 0.87 0.88 0.89 0.88
education? ‘

M2 How many years ago did Y 0.85 0.87 0.87 0.86 0.88
he stop smoking regularly?

C14 Does his household own a N 0.85 0.84 0.83 0.85 0.84
car?

L36 Has he ever had help or N 0.79 0.79 0.79 0.78 0.78
advice from a doctor,
narcologist, social worker -
or some other professional
for an aicohol probiem?

M3 What does he smoke most Y 0.79 0.77 0.81 0.80 0.78
often?

M6 Have his parents ever N 0.75 0.75 0.76 0.758 0.74
smoked?

L38 Has he ever been taken to Y 0.72 0.72 0.72 0.72 0.73
a sobering up centre?

L1 How often is beer usually Y 0.65 0.65 0.65 0.65 0.66

drunk?

L3 How often are spirits Y 0.63 0.63 0.63 0.63 0.65
usually drunk?

K1 Has he had any broken N 0.64 0.62 0.68 0.66 0.65

bones in the past year?

P Subset 1 = duration of index-proxy cohabitation at least 5 years; subset 2 = ‘good’ or ‘extremely
good® self-reported proxy knowledge of index; subset 3 = proxy-index contact at least daily; subset 4
= proxy was wife/girlfriend/partner (spouse).

129



Q Question text Weight- Al Subset Subset Subset Subset
ed 1 2 3 4

(n= (n= (n= (n= (n=

1140) 1049) 967) 1044) 984)

L8 On which day are other Y 0.60 0.60 0.59 0.61 0.60
alcoholic substances
usually drunk?

L20 How often does he fail to N 0.59 0.59 0.62 0.59 0.59
fulfil his work obligations
due to drinking alcohol?

L13 What is the maximum Y 0.58 0.57 0.58 0.58 0.61
quantity of wine ever drunk
on one occasion?

L25 Has he had one or more N 0.57 0.55 0.57 0.58 0.55
episodes of zapoi in the
past year?

L10 How much wine is usually Y 0.56 0.56 0.57 0.56 0.59
drunk on one occasion?

L12 What is the maximum Y 0.56 0.55 0.55 0.56 0.57
quantity of beer ever drunk
on one occasion?

L4 How often are other Y 0.55 0.55 0.58 0.56 0.54
alcoholic substances
drunk?

L32 Has he been arrested Y 0.55 0.54 0.58 0.53 0.54
because of being drunk
during the past year?

L2 How often is wine usually Y 0.54 0.54 0.55 0.55 0.56
drunk?

M5 How old was he when he Y 0.54 0.53 0.54 0.54 0.56
started smoking reguiarly?

L9 How much beer is usually Y 0.54 0.53 0.53 0.54 0.55
drunk on one occasion?

K2 Does he usually cough in Y 0.51 0.51 0.53 0.51 0.52
the morning?

L18 Does he ever drink alcohol Y 0.49 0.50 0.52 0.50 0.52
before noon?

L14 What are the maximum Y 0.49 0.49 0.49 0.49 0.50
quantity of spirits ever
drunk on one occasion?

L8 On which day is wine Y 0.49 0.49 0.50 0.49 0.51
usually drunk?

L19 How often does he have a Y 0.50 0.49 0.50 0.50 0.51
hangover?

M4 When he smoked, how Y 0.49 049 0.48 0.49 0.51
many per day was usual?
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Q Question text Weight- Al Subset Subset Subset Subset
ed 1 2 3 4

(n= (n= (n= (n= (n=

1140) 1049) 967) 1044)  984)

L17 How often does he Y 0.47 0.47 0.48 0.47 0.48
become excessively
drunk?

K3 In the past few months, Y 0.48 0.46 0.45 0.47 0.45

could he climb up a flight
up of stairs without
becoming breathless?

L23 Does he ever drink alone? N 0.46 0.45 0.46 0.4 0.47

L11 What quantity of spirits is Y 0.48 0.45 0.46 045 0.46
usually drunk on one
occasion?

L7 On which day are spirits Y 0.45 0.44 0.45 0.45 0.46
usually drunk?

L5 On which day is beer Y 0.45 0.44 0.44 0.45 0.46
usually drunk?

L24 Does he usually drink Y 0.39 0.39 0.39 0.39 0.40
alcohol at home or in other
places?

L16 Does he ever drink large Y 0.38 0.38 0.37 0.39 0.38
quantities of spirits without
also eating some food?

L21 How often does he fail to Y 0.38 0.37 0.40 0.37 0.39
fulfil his family or personal
obligations due to drinking
alcohol?

L15 Does he ever drink spirits N 0.38 0.37 0.40 0.38 0.40
together with either beer or
wine at the same sitting?

L22 Does he ever go to sleep N 0.38 0.37 0.39 0.38 0.38
at night without taking his
clothes off because of
being drunk?

L33 Does he currently drink Y 0.27 0.29 0.28 0.27 0.29
more, less or about the
same as one year ago?

L34 Does he currently drink Y 0.21 0.22 0.21 0.22 0.21
more, less or the same as
one month ago?

The following figure illustrates the range of kappa values with their confidence
intervals for questions on alcohol (Figure 7.1).
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Figure 7.1 Kappa for whole sample and confidence intervals: alcohol questions
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742 Index-proxy agreement for tobacco use and other exposure variables

As expected, due to fact that these items are asking about potentially less sensitive
behaviours than alcohol-related questions which are therefore less likely to be
concealed, index-proxy agreement for the 14 questions examined in this analysis
show high agreement, with the majority displaying kappa coefficients of 0.85 and
above (‘almost perfect’ agreement), and the rest displaying ‘substantial’ or
‘moderate’ agreement. The question showing highest agreement, ‘Is he registered
disabled’, has a kappa value of 0.99. The aggregate distribution for this question is
identical for controls and their proxies, and a cross tabulation reveals that there is
only 1 misclassification by each respondent relative to the other. The kappa
coefficients for the four questions on aspects of socioeconomic status are also among
the highest, indicating proxy validity relative to the index: ‘What is his marital
status’ (kappa = 0.96), ‘Is he in regular paid employment’ (kappa = 0.88), ‘What is
his level of education’ (kappa = 0.87) and ‘Does his household own a car’ (kappa =
0.85). Also displaying ‘almost perfect’ agreement are two questions relating to the
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most easily observable aspects of tobacco use, ‘Is he a current smoker?’ (kappa =

0.95) and ‘How many years ago did he stop smoking?’ (kappa = 0.85).

Other questions relating to tobacco use show ‘substantial’ (‘What does he smoke
most often?’, ‘Have his parents ever smoked?’) or ‘moderate’ agreement (‘How old
was he when he started smoking regularly?’, ‘How many per day is/was usual?’).
The 3 indicators of health examined were towards the bottom of the range of
agreement. ‘Has he broken any bones in the past year?’ displayed agreement towards
the lower end of the ‘substantial’ agreement scale (kappa = 0.64), and the other two
questions both had ‘moderate’ index-proxy agreement (‘Does he usually cough in the
morning?’, kappa = 0.54; ‘In the past few months, could he climb up a flight of stairs
without becoming breathless?’, kappa = 0.48).

The following figure illustrates the range of kappa values with their confidence

intervals for questions on tobacco use, socioeconomic factors and health related

items.
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Figure 7.2 Kappa for whole sample and confidence intervals: tobacco use,
socioeconomic factors, and health related questions
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7.4.3 Restriction to subsets

The kappa coefficients obtained for each question when the data are restricted to
subsets defined by attributes of the index-proxy relationship are presented in Table
7.1. Examination of these kappa coefficients reveals that each question elicits similar
control-proxy agreement regardless of the characteristics used to define the subset.

Whilst usually small, certain effects on the index-proxy concordance are observable.

After exclusion of those proxies who had not cohabited with the index for at least 5
years, the pattern of index-proxy agreement was very similar to that observed in the
whole dataset. Subset 2, comprising only those index-proxy pairs for whom the
proxy self-reported ‘very good’ or ‘extremely good’ knowledge of the index
displayed better performance than the unrestricted sample for 2 questions: agreement
was slightly better for question K1, ‘Has he broken any bones in the past year?’ and
for L32, ‘Has he been arrested because of being drunk during the past year’. Subset

3, comprising proxies who report daily contact with the control, and subset 4,
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comprising spouses only, both perform very similarly to the unrestricted sample of

proxies, with almost no evidence of an improvement or deterioration in concordance.

Although formal comparisons of kappa values cannot be undertaken, the following
two figures show the kappa coefficients for each question for each of the subsets
examined. It is clear from Figure 7.3 and Figure 7.4 that the extent of variation

between subsets is low, certainly relative to variation between questions.

It is of note that each of the four subsets constitutes a relatively large proportion of
the unrestricted sample (subset 1 = 92.%, subset 2 = 85%, subset 3 = 92%, subset 4 =
85%). Since the number of excluded individuals is therefore relatively small for each
subset, it is not surprising that even if those excluded individuals perform very
differently from those who are included, the impact on the overall estimate of
excluding these individuals is constrained. This raises the question of how those
individuals not included in the subsets compare with those who are. This question is

addressed using loglinear modeling based on Agresti’s approach!?®) as described in

Chapter 5.
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Cohen’s kappa coefficient for the unrestricted sample and four

Figure 7.3
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7.44 Do proxies over or underestimate relative to controls?

In order to evaluate the direction of disagreement, where it occurs, McNemar’s test
for homogeneity of discordant pairs was calculated for questions where categories
are ordinal. This chi-squared statistic is based on the proportion of discordant pairs,
and an examination of the distribution of these discordant pairs revealed that whilst
for some questions the direction of disagreement is unclear, for others there is a clear
tendency for proxies to over- or under-report relative to the index, or to report a
particular category more frequently than the control. Table 7.2 and Table 7.3 display
the results of these tests, indicate in which direction disagreement lies (‘I’ indicates
that the index over-reports relative to the proxy, ‘P’ indicates that the proxy over-
reports relative to the index), and some comments for the full range of questions

explored.

When responding to questions regarding frequency of drinking alcohol of all types
(Table 7.2), proxies tend to over-report relative to controls. However, when asking
about the usual or maximum quantity of beer and spirits consumed on one occasion,
proxies tend to report consumption of smaller quantities relative to the control. For
almost all the ‘indicator’ questions about behaviours related to hazardous drinking,
proxies are more likely than controls to report occurrence, or to report more frequent
occurrence of these behaviours. Exceptions are ‘How often does he fail to fulfil his
work obligations due to drinking alcohol?’ and ‘Does he ever drink alone?’ for which
there is no overall direction of disagreement. Several of the questions relating to
zapoi were only asked to a nested and much smaller subset of individuals (dependent
on their answers to previous questions) and are difficult to interpret, but proxies were

more likely to report one of more occurrences of zapoi in the past year than controls.

Questions relating to tobacco use (Table 7.3) showed that overall, proxies tended
neither to over-report nor under-report smoking related behaviour, relative to
controls. One exception was that proxies were slightly more likely to say the control
was a never-smoker than an ex-smoker, and had a tendency to report fewer cigarettes
smoked per day than controls, among smokers. Regarding socio-economic factors,
proxies tended to overestimate the control’s level of education relative to the control
themselves, and were less likely to report that the household had a car. Other socio-
economic factors showed little directionality in pairwise disagreement. Proxies
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appeared to report that the index had poorer health than the index themselves:
proxies were more likely than controls to report coughing in the morning, and
overestimate how difficult the control finds it to climb a flight of stairs without

becoming breathless.
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7.4.5 Do attributes of the index-proxy relationship improve agreement?

Having examined overall index-proxy agreement within control households for the
range of selected questions, these data provide an opportunity to extend the analyses
carried out in the previous chapter, and further investigate whether attributes of the

index-proxy relationship affect the observed levels of agreement.

Loglinear modelling, as described earlier and in Chapter 5, was used to formally
assess the difference in index-proxy agreement observed when using proxies
included in subsets compared with proxies excluded from subsets defined by
characteristics of the index-proxy relationship. For each subset, t coefficients
represent the magnitude of the difference in agreement between types of index-proxy
pairs included and excluded from each subset over a range of questions. These
coefficients are displayed in Table 7.4, along with the p-values for Wald tests of the
null hypothesis that the true value does not significantly differ from 0.

It is clear that very few significant results are obtained, with only a handful of ©
coefficients being statistically significant with reference to a critical p value of 0.05.
Application of Bonferonni’s correction® to this table of multiple statistical tests
results in almost all values emerging as non-significant, using an adjusted critical p-
value of 0.05/(44*4) = 0.0003. In general, no particular pattern is observed by either

question or subset, although there are a small number of results which are of interest.
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Table 7.4 r and p-value for the comparison in agreement distribution of index-

proxy reports, comparing those pairs excluded from each subset with
those included in the subset

Q subset p value |subset 2 p value
It T

L1 035 050 | 0.35
L2 | -029 063
13 | -062 026 | 024 055
L4 417 017 | -063 058
L5 | -080 022 | 041 043 | -020 077
16 | -020 o076 | 023 066 | 112 013
17 | 010 089 | 037 054 | -123 008 | -024 067

18 | -066 063 | 075 068 | -1.83 015 | -028 088

L9 | 027 066 | 034 045 | 089 008 | -025 060
110 | -081 021 | -030 057 | -1.16 014 | -1.00  0.08
111 | 005 093 092 010 | -001 098
112 | 070 023 | -0368 050 | -0.73 025 | -056 025
113 | -118  0.11 023 069 | 015 087 | 112 015
L14 | 010 087 | -0.30 051 016 079 | -031 053
115 | 039 049 | -007 087 | 034 056 | -042 039
L6 | 031 068 | 033 053 | 028 075 | 026 068
117 | 050 039 | -030  0.51 066 034 | -062 019
L118 | 046 046 | 082 007 | -036 055 | -090 006
119 | 021 071 | 064 014 | 012 085
120 | 054 071 | 046 051 140  0.35 E

L21 -0.50 0.70 -1.10 0.08 6.71 0.13 -0.98 0.34

subset 3 p value
T

-0.45
-0.30

subset 4 p value
T

-0.20 0.66

0.41

0.38
0.61

0.10 0.80
0.56 0.67
-0.88 0.09

L22 -0.32 0.76 -0.43 0.55 -0.61 0.46
L23 0.55 0.37 -0.16 0.72 -0.29 0.50
L24 -0.056 0.92 -0.21 0.59 -0.39 0.33

125 | 108 034 | 067 046 | -010 095 | 071  0.41
L32 | -051 058 176 041 | 071 033
133 | -039 048 | -033 041 | -008 08 | -035 042
134 | 064 028 | 012 079 | -075 018 | -004 094
136 | 111 025 | 012 08 | -068 059 | 093 043
138 | 042 053 | 024 062 | 025 071 | -014 082
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Q

o T

M2
M3
M4
M5
M6
E15
F1
C14
F3
J8
K1
K2
K3

subset
1t

-1.47
-2.53
0.03
-0.60
-0.47

-0.18

-1.16

1.18
-0.44
0.64

p value

0.40
0.12
0.97
0.40
0.57

0.81

0.39

0.58

0.50
0.50

T

subset 2 p value

-0.63
-1.94
-1.65
-0.10
-0.75
-0.02
-0.21
-0.87

-1.40

-1.33
-0.33

0.62
0.17
0.07
0.85
0.17
0.98
0.92
0.12

0.16

0.15
0.51

-1.99 0.14
-1.02 0.14
-0.48 0.46
-0.54 0.54
-4.26 0.09

-2.37 0.29
-1.74 0.24
-1.00 0.19

0.23

subset 3 p value |subset 4 p value

0A7 0.89
-0.71 0.14
-4.81 0.08
-1.02 0.62
-0.59 0.34
-0.80 0.45
-0.58 0.55
-0.30 0.54
0.06 0.94

Whilst a broad range of absolute values for t is observed in Table 7.4, most values

fall close to 0, indicating no difference between pairs, and a very small number are

statistically significant, indicating a statistical difference in agreement between pairs.

Quantile-quantile plots of t/standard error were drawn in order to illustrate whether

there is any overall tendency for systematically better or worse agreement between

index-proxy pairs within each subset compared with those excluded from each

subset, and to help identify any interesting outliers. These plots are presented in

Figure 7.5-Figure 7.8.
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Figure 7.5 Quantile-quantile plot of 1/standard error, for comparisons between

pairs of respondents not included versus included in subset 1"

In examination of subset 1, the value of t/standard error for most questions when
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comparing pairs included to pairs excluded falls below 0 (-0.60, 95% CI -1.08, 0.11),
indicating a very slight tendency for proxies who reported cohabiting with the index
for at least 5 years to agree more closely with their index to those who did not report
cohabiting for at least 5 years. Examination of the values in Table 7.4, and a test of
the binomial proportions of the sign of 1, for which the lower boundary of the
confidence interval approaches the null value of 0.5 (0.55-0.83), provide weak
evidence in support of this tendency. The result for question M1 is an outlier, with a
z-value (t/standard error) falling far below the expected value in Figure 7.5, so much
so that it has influenced the fitted line away from what is clearly a normal
distribution. This question, ‘Is the man a current smoker?’ is clearly much better
reported by those proxies included in the subset defined by the duration of index-
proxy cohabitation relative to the index themselves, than by those proxies excluded

from this subset. Closer examination of the raw data revealed that of those pairs not

m Gubset 1 comprises index-proxy pairs for which the proxy reports having cohabited with the index
for at least 5 years
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included in subset 1, only 1 pair was discordant, with the proxy reporting that the
index had never smoked, although the index themselves reported being a ex-smoker.
This particular combination of responses was actually the most frequent among the
discordant pairs within subset 1. If the above graph is replicated excluding question
M1, then the distribution of values falls very close to the line, indicating no results

outside the expected range.

Figure 7.6 Quantile-quantile plot of 1/standard error, for comparisons between
pairs of respondents not included versus included in subset 2"
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In examination of subset 2, the vast majority of questions appear to be approximately
normally distributed around a mean difference which lies below 0 (-0.36, 95%CI -
0.60, -0.12), indicating a tendency for a difference in index-proxy agreement among
those included and excluded from subset 2. From Table 7.4, it is observed that there
is a slight tendency for T values to be negative. A confidence interval for a binomial
test of the null hypothesis that the proportion of negative t values is half the total
number of values (0.50-0.80) borders on the null value of 0.5 and has a high upper

" Subset 2 comprises index-proxy pairs for whom the proxy reports ‘very good” or ‘extremely good’
knowledge of the index
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limit, indicating that those pairs for which the proxy reported ‘very good’ or
‘extremely good’ knowledge of the index agree slightly more closely with one
another than those excluded from the subset. One question emerges as an interesting
outlier: there is some indication that the value for question K3, ‘In the past few
months, could he climb up a flight up of stairs without becoming breathless?’,
providing some evidence that those excluded from the subset actually agree more
closely with their index than those included. It is also noticeably discontinuous from
the question before, L1. Examination of the raw data for this question does not reveal
any particular bias in the distribution of either concordant or discordant pairs,
indicating that once again, it is small variation in the discordant pairs which has

caused this anomalous result.
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Figure 7.7 Quantile-quantile plot of 1/standard error, for comparisons between

pairs of respondents not included versus included in subset 3°
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Similarly to subset 2, the questions are approximately normally distributed around a
mean slightly below 0 (-0.52, 95% CI -0.92,-0.13). From Table 7.4, it can be seen
that values for T are quite evenly distributed above and below zero, indicating no
particular tendency — even within the expectations due to chance — for those proxies
reporting at least daily contact with the index to agree more closely with the index to
those reporting less frequent contact. This is clearly confirmed by the confidence
interval for a binomial test of the null hypothesis that the proportion of negative t
values is half the total number of values which spans a value of 0.5, indicating no
overall difference in the proportion of values (0.48-0.78). An interesting outlier is the
question on education level of the index, which those included in the subset clearly

report better than those excluded.

° Gubset 3 comprises index-proxy pairs for which the proxy reported at least daily contact with the

index
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Figure 7.8 Quantile-quantile plot of 1/standard error, for comparisons between
pairs of respondents not included versus included in subset 4

Subset4 tau/se

-1
Inverse Normal
Grid lines are 5, 10, 25, 50, 75, 90, and 95 percentiles

Finally, within subset 4, the value of t/standard error for the vast majority of
questions here are approximately normally distributed around a mean which falls
almost one standard deviation below 0 (-0.89, 95% CI -1.18,-0.60), indicating an
overall tendency for spouses to agree more closely with the index than non-spouses.
Table 7.4 suggests that there may be a tendency for spouses to agree more closely
overall with the index than non-spouse proxies, and this is confirmed by a binomial
test of the null hypothesis that the proportion of negative t values is half the total
number of values, which lies clearly above a null result of 0.5 (0.62-0.92).

7.5 Discussion

The current chapter uses index responses to questionnaire items as a reference
against which to validate the responses of proxy informants. Some clear findings
have emerged regarding which questions elicit high index-proxy agreement, along
with an indication of the directionality of disagreement, where it arises. This chapter
also provides important insights into which types of proxy provide more valid

responses with respect to index responses.
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Question type and agreement level

The agreement between index and proxy reports about the same subject varies
widely by question. Whilst it has already been established that proxies can, to some
extent, provide valid responses to questionnaire items, it is clear that specific
attributes of the question being asked, among other factors, also affect index-proxy

agreement.

Some specific findings are worthy of discussion. As expected, the questions on
tobacco use and socio-economic factors tend to elicit very high index-proxy
agreement, since these questions are less vulnerable to different interpretation due to
their objective nature, are likely not to require detailed knowledge by the proxy, and
relate to easily observable, or objective, behaviours or characteristics. For example,
the highest index-proxy agreement overall as indicated by kappa was obtained for the
question ‘Is he registered disabled?’ - an objective, official status, and which elicited
almost unanimous index-proxy agreement. Notably, the one tobacco-related question
which elicited only ‘good’ agreement asked about quantity of cigarettes smoked,
arguably the question requiring the most detailed knowledge. This is a clear
indication that questions asking about quantity of consumption tend not to be well

reported by proxies.

The application of the methods used in this chapter to index-proxy paired responses
of tobacco use-related questionnaire data and other socioeconomic/health items is a
useful approach to validate the appropriateness of these methods for evaluation of
proxy response quality for alcohol-related questionnaire responses. As previously
discussed, smoking is not generally regarded to be as sensitive a subject area as
alcohol, especially among adult males, so reporting of tobacco use is likely to be free
of some of the biases we would anticipate encountering with respect to alcohol
reporting***"***7, The findings presented here inspire confidence in the methods, as
the kappa coefficients for agreement are generally in accordance with what is
expected given the findings of the literature review in Chapter 1, and indicate that
proxies can be valid respondents under certain conditions. These findings suggest
that where validity is found to be poor in the investigation of agreement for alcohol-
related questions, that this is an indication of those specific questions eliciting poor
agreement, rather than being a general weakness in the use of proxies.
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The few questions relating to alcohol showing particularly high index-proxy
agreement include those asking on which day beer, wine and spirits are consumed,
whether surrogates are ever consumed, and two questions about professional help for
an alcohol problem. It could be argued that these are particularly easy for proxies to
observe, all relating to broad behaviour patterns, and not requiring detailed
knowledge of the index’s behaviour. The latter three questions refer to quite extreme
behaviours or events related to hazardous drinking in the index, and as alluded to in
Chapter 6, the observed agreement is heavily weighted by the large number of

agreements on negative responses.

The questions on alcohol use which show the lowest agreement were expected to
relate to behaviours which are not easily observable by the proxy, which require
detailed knowledge of specific behaviours, or which are very subjective. Indeed, the
more subjective questions in these data elicit the lowest agreement. For example, the
question ‘How often does he fail to fulfill his family or personal obligations due to
drinking alcohol?’ is one which could plausibly draw quite different responses from
an index and a proxy, due to their subjective assessment of events and interpretation
of the question. Question L24, about the place where the man drinks alcohol, is a
good example of a question about a behaviour which is difficult for proxies to
observe since it occurs, by definition, away from home, hence the poor individual-
level agreement in the whole dataset and for all subsets examined. The same applies
to the question ‘Does he ever drink spirits together with either beer or wine at the
same sitting?’ — where once again the proxy is unlikely to be in a position to know
the answer with certainty. Questions L33-L45 ask whether the man currently drinks
more, less or about the same as one month/year ago. The ‘fair’ agreement observed is
not surprising, and reinforces the findings of the literature that particularly evaluative
questions will elicit poor index-proxy agreement. The low kappa observed for
question L22 (‘Does he ever go to sleep at night without taking his clothes off
because of being drunk’) and other similar questions may simply be because due to

their very nature, the index themselves does not recall these events.

The key limiting factor with respect to agreement for many of these questions is the
attempt to obtain detail which the proxy is simply not able to observe, regardless of

whether the proxy themselves is aware of their own lack of knowledge.
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Over- and under-reporting of alcohol and other factors

The investigation presented in this chapter regarding the direction of
misclassification in indexes relative to proxies lends support in general to the theory
that controls tend to under-report their own alcohol consumption and alcohol-related

behaviour relative to proxies. Some specific results of interest emerge.

Almost without exception, proxies overestimate alcohol-related behaviour of the
index relative to the index himself: proxies report more frequent drinking of beer,
wine and surrogates, answer in the affirmative for a number of questions which
indicate heavy alcohol use, such as ‘Does he ever drink spirits together with either
beer or wine at the same sitting?’, ‘Does he ever drink large quantities of spirits
without also eating some food?’, ‘Does he ever drink alcohol before noon?’, ‘Has he
had one or more episodes of zapoi in the past year?’, ‘Has he ever been taken to a
sobering up centre?’. Proxies also report greater frequency of other such behaviour
relative to the control: ‘How often does he become excessively drunk?’. This is in

line with the literature review on the validity of proxy responses presented in Chapter
1.

At odds with this first finding, and yet in line with expectations related to poor
reporting of detailed questions, it is interesting to note that for a range of other
questions, proxies display a tendency to under-report relative to the index. Some
such questions relate to quantity of beverages consumed, either usual or maximum
quantity of beer and spirits on one occasion. One plausible explanation for this
tendency is that asking about an absolute quantity of beverage consumption
immediately introduces an element of guesswork in response which is subjective in
nature, rather than the previous classes of question which all ask about more
observable frequency or whether or not a particular behaviour is displayed at all, and
proxies tend — in general - to wish to err on the side of caution, favourably portraying

the index. This, it could be argued, applies most starkly for questions about quantity

of alcohol consumption.

As discussed in Chapter 6, it is conceivable that the controls themselves are
incorrectly self-reporting their own alcohol-related behaviour and thus a comparison

of the proxy response with the control’s own response cannot provide any
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information on whether the proxy respondent is ‘correctly’ reporting the exposure.
There are well-documented issues associated with using the control data as gold
standard, especially for alcohol-related questions. There is a widely held belief that
when comparing proxy and self-reports of alcohol consumption, the respondent
reporting more consumption — usually the proxy respondent - is likely to be more
accurate. This is based on the underlying premise that a respondent is more likely to
deny their own consumption than a proxy, thereby rendering proxy reports closer to
the truth. However, over-reporting by indexes is also possible, which is observed for
some questions examined here, such as questions about usual and maximum quantity
of beer, wine and spirits consumed on one occasion. Lower reporting by proxies is
often explained by an assumption that proxies are mis- or under-informed: over-
reporting by index respondents is not usually considered as an explanation for lower
proxy reports. However, there is some evidence to suggest that this is indeed possible
and should therefore not be dismissed®*?. Midanik states that despite the widely
held view that over-reporting by subjects about their own drinking is almost never
seen as possible, there is evidence from other fields such as drug abuse that over-
reporting in self reports does occur, and is related to how respondents intend to

portray themselves“”

. This will of course vary across members of a study
population, leading to inconsistency in terms of the relative under/over reporting of
self compared with proxy reports. Indeed, this phenomenon has been noted
elsewhere, as illustrated by a comment made by Schmidt in a personal
communication with Pernanen, “It has also been observed that at least in certain
interview situation (e.g. when seeking treatment) some alcoholics report daily
consumption figures which are physiologically impossible and would result in
death”.®?

It is noted that questions on tobacco use sustain the tendency for proxies to provide
more conservative responses than indexes, and extending this hypothesis, there may
be a similar motivation driving the proxy tendency to overestimate level of education
of the index. Regarding this latter question, an alternative explanation that the proxy
has been deliberately misinformed by the index cannot be dismissed. Conversely,
two of the three questions on health status of the index, ‘Does he usually cough in the
morning?’, and ‘In the past few months, could he climb up a flight of stairs without
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becoming breathless?’, both tend towards proxy underestimating the health of the
index relative to the man himself. It is possible this is because proxies tend towards
under-report of the true situation. More likely, however, is that indexes consider
themselves to be healthier than they are. On the whole, the minimal magnitude of
directionality in questions about socioeconomic factors and tobacco use is not

unexpected, since these questions tend to elicit high index-proxy agreement.

Are spouses the most valid informants?

Exploration of the four subsets defined by attributes of the index-proxy relationship
allowed an empirical investigation of whether the quality of that relationship impacts

on the validity of proxy responses elicited.

The absence of substantial differences when examining kappa coefficients for each
of the four subsets is not surprising. As already commented in section 7.4.3, the size
of these four nested subsets relative to the whole sample dictates that even if those
within the subsets agree more closely with the index than those excluded, the
exclusion of a small number of worse respondents can have little effect on observed
agreements. This is a limitation of these data, whereby in deliberately selecting the
best available proxy for interview in every household, the proportion of those who
have less desirable characteristics is small, making this type of analysis difficult to

interpret.

However, the use of loglinear modeling was more revealing, overcoming this
limitation. By enabling a formal comparison of those included versus those excluded,
the results were both more striking and more convincing. Table 7.4 which presents
test findings of the null hypothesis that index-proxy pairs within a subset display
similar overall agreement to index-proxy pairs excluded from a subset, contains the
outcomes of multiple statistical tests, which increases the probability of Type 1 errors
(false positives), that must be taken into account when interpreting these findings. A
Bonferoni correction to address this, helping to avoid the possibility of over-
interpreting chance findings"*® is not universally supported, with some researchers
arguing that the method can create more problems than it solves"*?), Regardless, in
this chapter multiple statistical tests were carried out, which undoubtedly increases

the possibility of attributing too much importance to a proportion of the results, and
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the results were therefore interpreted after a Bonferroni correction to the critical p-

value used to assess significance.

Overall, the results were most remarkable for their lack of support for the hypotheses
that certain index-proxy types would result in more valid proxy responses with
respect to the index. However, it did strongly emerge that spouses tended to agree
more closely with the index than non-spouses, a finding in line with the general

consensus in the literature, as described in Chapter 1.

Limitations of this study

There are a few limitations associated with the methods employed in this chapter,

and with the capacity of this analytic dataset to address the questions being posed.

These data comprise a limited number of observations which affects the precision of
statistical tests carried out, particularly for some of the restricted subsets defined by
proxy type. Additionally, for certain questions there are particularly low numbers of
control-proxy paired responses on which calculations are based, especially in specific
response categories. Conversely, for many questions there are a very large number of
responses in the category at one or the other extreme of the expected distribution,
making agreement appear artificially high. Thus, in many cases kappa coefficients -
which are sensitive to addition and subtraction of individual households - are
particularly low or high, or imprecise as calculations are driven by an apparent

imbalance which is possibly an artifact of these data.

Since index data are used as reference, the analyses presented here could only be
carried out using control-proxy respondent pairs as no index source for case subjects
exists. Therefore the findings presented here should be interpreted with caution, as

they cannot necessarily be generalized to case populations.

Finally, in exploring the direction of disagreement between index and proxy for
specific questions, the interpretation of McNemar’s test statistic is limited by the
simple fact that for questions with strong index-proxy agreement there is, by
definition, a small proportion of disagreements, meaning there may be low power to
detect a significant result — depending on the absolute number of responses for any

particular question. This means that differential bias for questions which are
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generally reported well by proxies relative to the index may not be apparent. In
contrast, questions with low index-proxy agreement are those which are least
desirable for use in future questionnaires due to the compromises in data quality this

would entail, and yet these are the questions for which the direction of proxy

disagreement relative to the index is most transparent.

Concluding comments

Taking these limitations into consideration, the results presented clearly indicate that
proxies are in general able to provide broadly valid responses relative to the index
response, provided questions are designed with the findings of the literature review
in mind - that questions be clearly defined, ask about easily observable behaviours,

and are not subjective.

With respect to the importance of the index-proxy relationship it emerged that,
provided proxies are selected according to a few simple screening questions which
determine they have reasonably good knowledge of the index (see Chapter 3 for
details), then further restriction according to attributes of the index-proxy
relationship results in little additional improvement to index-proxy validity. This
absence of significant findings with respect to the effect of subset is an interesting

result in itself, in terms of support for the proxy selection protocol employed by the
Izhevsk Family Study.

However, the restriction to spouses only as proxies is a clear exception. It clearly
emerged that spouses tended to agree more closely with the index than non-spouse
proxies. This is in line with the findings of the previous chapter and the consensus in
the literature.

Whilst these analyses are interesting in the conclusions they offer, the methods used
in this chapter are unable to account for any possible confounding of the agreement
between the index and proxy reports by characteristics of the subject. Therefore,
Chapter 8 will approach the issue of which proxy provides the most valid responses
in a different way. This will be done by exploring the effect of proxy type among

households that have more than one type of proxy available, thereby adjusting for
unknown ‘household effects’.
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Chapter 8 Agreement between proxies within the

same household

Investigations in previous chapters have provided some evidence that wives,
girlfriends and partners tend to agree more closely with the index than other proxies,
thus supporting the consensus in the literature that spouses should be used as proxies
wherever possible (Chapter 1). An important limitation with respect to interpretation
of previous analyses is that the proxy respondent available in each instance is not

randomly selected, but is a

function of the household’s, and

Questionnaire data

therefore of the specific index’s
attributes. The question is thus
raised regarding the reasons
driving earlier findings: is the
differential in response validity

attributable  to  qualities  of

different types of proxy, or is it

due to properties of informant

households per se?

This chapter addresses this issue by examination of the responses provided by two
proxies within a single household. This approach removes any confounding effect of
measurable and unmeasurable attributes of the households and index, thereby
providing a less biased assessment of the effect of proxy type on proxy response

validity.

8.1 Summary of chapter contents

This chapter investigates the hypothesis that the spouse is a preferable choice of
proxy to the next best available proxy, according to the Izhevsk Family Study
protocol for proxy respondent selection. Initially, the agreement between two proxies
in a single household is examined within case and control households. The difference

in agreement between an index and each of two proxies interviewed within single
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control households is then investigated in order to explore the impact of proxy type
on agreement. Finally, a formal investigation of the agreement between two within-
household proxies within case compared with control households is conducted in

order to determine the importance of case/control status of the index in this regard.

8.2 Methods

Within the data collected for the Izhevsk Family Study, there is a sample of 200 case
and 200 control households for whom an additional proxy interview (a ‘validation’
interview) was carried out. Validation interviews were conducted according to
exactly the same protocol as the main interviews, described in full in section 3.5.5.

Proxy selection was made by selecting the next available proxy respondent according

to the list of preference used for the initial proxy interview.

The data analysed in this chapter comprises 5 sets of interview data - case proxyl,
case proxy2, control proxyl, control proxy2, control (index). Proxyl is the initial
proxy with whom an interview was conducted, and proxy?2 is the second proxy, with

whom the validation interview was conducted.

These data provide an opportunity to examine the responses provided by proxies of
different types within households in comparison to each other and, within control
households, to the index for a range of questions about alcohol consumption, tobacco
use, socioeconomic factors and health. Since pairs of proxies are drawn from single
households, there is automatic adjustment for any unmeasured or measured index or
household attributes that may affect proxy response validity. This method is
informative, therefore, regarding the variation in response obtained when using
proxies of different types. In this context, it is possible to investigate whether proxy

type (spouse/non-spouse) affects reporting, and to examine any differences between
case and control proxy pairs in this regard.

8.2.1 Does proxy type affect the response obtained?

In order to investigate the importance of proxy type, initially the concordance
between pairs of proxies within households was examined using Cohen’s kappa
coefTicient for the same range of questions employed in previous analyses. This was
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done separately for case and control households for which there was a first proxy
interview with the index’s spouse and a validation interview with an additional
proxy, in order to remove likely effects of whether the index had recently died.
Kappa was weighted using one of the two STATA standard weightings available
(defined in section 5.3.2) where question response categories were ordinal, and
unweighted otherwise. Strong agreement between proxies indicates that different
proxy types provide similar responses regardless of household attributes — i.e. it is
the household which produces the proxy response, not the type of proxy. Weaker
agreement indicates that different proxy types provide different responses to
questions, after adjustment for any unmeasured attributes of the household which
may affect their responses. In this case, proxy type is more important. This latter
finding would provide support for the findings in Chapter 7 which showed that the
spouse tends to be in greater agreement with the index than other proxies, whilst the

former would contradict these conclusions.

Agresti’s loglinear model was then used to examine the difference in association
between the control and proxyl, and the control and proxy2 within a fixed group of
households where proxyl was the spouse and proxy2 was the next best available
respondent. As described above, the results of this analysis is more informative about
the effect of proxy type on response than analyses carried out in previous chapters,
since it controls for characteristics which differ between households, which may

confound the response given by proxyl in addition to any effect of proxy type.

8.22 Does case-control status of the index affect proxy response?

As discussed in Chapter 5, Cohen’s kappa coefficient does not lend itself to formal
comparison and it is not possible to reliably deduce whether the case/control status of
the index was an important factor affecting the importance of proxy type from the
first analysis presented in this chapter. Therefore, Agresti’s loglinear model was used
to formally investigate the difference in internal agreement between proxyl and
proxy2 in case versus control households. As before, this analysis was restricted to

households in which proxyl was the spouse. This method is described in more detail
in Chapter 3.
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8.2.3 Examination of households from which a validation interview was
obtained

In order to determine the generalisability of results of the analyses in this chapter, it
was important to establish that the subset of households analysed did not differ in
their basic characteristics from those households which were eligible to provide a

validation interview but did not, and from all other households examined in this

thesis.

The characteristics of indexes from households in which a validation interview was
successfully obtained were compared firstly with households in which a validation
interview was theoretically possible due to household composition, and was
attempted but not obtained, and secondly with the rest of the sample. The time
period in which first proxy interviews were carried out was identified for those
households in which there was also a validation interview, and from this and the
household composition reported by proxyl in the initial interview it was possible to
identify those households which were eligible for a validation interview at this point.
Households whose composition was unknown (unreported) were excluded. Cross
tabulations of the samples in which a validation interview were/were not conducted
among eligible households were carried out by age, education level, employment
status and narcology registration status of the index. A matrix of proxyl type against
proxy2 type was obtained among these households.

Agresti’s loglinear model™®®, described in 5.3.3 on page 90, was used to evaluate
whether the agreement between proxyl and the control significantly differed in the
eligible households in which a validation interview was obtained, compared with all

households in which no validation interview was obtained.
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8.3 Resulits

8.3.1 Formation and description of validation interview subset

Validation interviews were carried out over a defined period of time, beginning on
the 20" November 2004 and ending on the 13 June (case households) and the 7 July
(control households). The corresponding first proxy interviews were carried out
between 20™ November 2004 and the 12" June (case households)/7" July (control
households). The number of case and control households in the whole sample which
could have in principle provided a validation interview was ascertained by
examination of household size (Table 8.1). In 75.2% of case households in which a
successful first interview was obtained, there were at least two possible proxy

respondents, whilst the figure for control households was slightly higher at 84.2%.

Table 8.1 Number of possible proxy respondents in case/control households
from which a successful first proxy interview was obtained

n case households | control households
n % n %
1 324 24.8% 219 15.8%
2 404 31.0% 444 32.0%
3 313 24.0% 450 32.4%
4 163 11.7% 190 13.7%
5 72 5.5% 58 4.2%
6 19 1.5% 17 1.2%
7 14 1.1% 4 0.3%
8 0 0.0% 3 0.2%
9 1 0.1% 0 0.0%
10 0 0.0% 1 0.1%
1 0 0.0% 1 0.1%
12 1 0.1% 0 0.0%
unknown 4 0.3% 0 0.0%
Total 1,306 100.0% | 1,387 100.0%

162



The success rate in obtaining a validation interview from eligible households was
calculated (Table 8.2). This was based on the number of households comprising at
least 2 proxies for which an eligible first proxy interview was carried out within this

time period, as defined above.

Table 8.2 Number of possible proxy respondents and percentage success in
obtaining validation interview in eligible case/control households for
which a successful validation interview wasMtwas not obtained

Control households Case households
L R . R [
size obtained obtained
n % n % n % n %
2 191 40% | 61 31% | 329 162 42% | 60 30% | 3g9%
3 170 36% | 66 33% | 3g9 112 31% | 69 35% | g29%
4 69 15% | 45 23% | 65% 52 14% | 34 17% | e5%
5 28 6% | 20 10% | 719 30 8% | 24 12% | goo
6 8 2% | 6 3% | 75% 9 3% | 8 4% | gy
7 4 1% | 1 1% | 259 5 1% | 5 3% | 100%
8 2 0% | 1 1% | so0% 0 0% | 0 0% .
11 1 0% 0 0% 0% 0 0% 0 0% -
Total 473 100%| 200 100% 360 100%| 200 100%

As expected, the percentage success increased with increasing number of possible
second proxy respondents, excluding households of size 11 for which no validation

interviews were obtained from the 1 eligible control household.

In order to investigate the distribution of respondent types in these households, a
matrix of first proxy and second proxy in case and control households was obtained
(Table 8.3). It is clear that in the vast majority of both case and control households,
the first proxy was the wife, girlfriend or partner, followed by parent. Second proxies
were most commonly the son or daughter of the index in both case and control

households. When the first proxy was not the wife, girlfriend or partner, the most
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common combination of proxyl and proxy2 was parent/parent. Other proxy pair

combinations are sparsely distributed throughout the matrix.

Table 8.3 Distribution of proxy1 by proxy2 type in case and control households

Proxy2
3 § 2 3

Proxy1 %5 = B 5 é g %é

. € 5 « =
Case proxies
wife/girifriend/partner - 9 1 3 56 1 48 - 9 3 1 131
Parent - 14 8 2 - - - - 3 - - 27
brother - 2 - - - - - - 5 - - 7
Sister - 8 1 - - - 3 - - 12
daughter - - - - 2 - 2 1 - - - 5
Son - - - - 1 5 1 - - - - 7
son in law 1 - - - - - - - - - - 1
other relative - - 2 - - - 1 - 4 - 7
other 1 - - - - - - - - - 2 3
Total 2 33 12 5 58 6 5 1 24 3 3 200
Control proxies
wife/giffriend/partner - 22 - - 79 1 60 - 15 1 - 178
Parent - 8 3 1 - 1 - - 2 - - 15
Sister - 1 - - - - - - - - - 1
daughter - - - - - - - 2 - - - 2
Son - - - - - 1 1 - - - - 2
unrelated . . . - 1 . - - - - - 1
lodger/friend
Other - - - - - - - - - - 1 1
Total o 3 3 1 80 3 6 2 17 1 1 200

This dataset comprising two proxies per index provides a unique opportunity to
address the question of whether spouses are more valid respondents than other types
of proxy both within control households, and between case and control households.
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8.3.2 Does proxy type make a difference? (1)
Within-household agreement between two proxies

In order to address this question, initially the kappa coefficients for proxyl-proxy2
agreement by question were examined. Where agreement is high, this suggests that

proxy type is not important with respect to index-proxy agreement. Where agreement

is low, the converse may be true.

Although kappa coefficients cannot formally be compared, the following tables
provide a broad indication of the extent of agreement between proxies within each
household in the light of whether or not the index has died. Tables of response
distribution are provided in Appendix 7 primarily to aid in interpretation of the kappa
statistics presented below (Table 8.4 and Table 8.5). The results are ordered
according to the kappa coefficient observed in control households, and horizontal
lines indicate the boundary between categories proposed by Landis and Koch®” for
interpretation of kappa coefficients. |

Within control households, it is apparent than proxy] and proxy2 tend to agree quite
closely with one another in responding to questions related to alcohol use, with most
kappa coefficients falling into and above the ‘moderate’ range (kappa = 0.49-0.82).
A few questions elicit greater discrepancies in control proxy responses, specifically,
L5 (‘On which day is beer usually drunk?’), L7 ('On which day are spirits usually
drunk?), L23 (‘Does he ever drink alone?’), L24 ('‘Does he usually drink alcohol at
home or in other places?’), L33 ('Does he currently drink more, less or about the
same as one year ago?'), and L34 (‘Does he currently drink more, less or about the
same as one month ago?') all had kappa<0.42, which is at the bottom end of the
‘moderate’ range of values. The findings suggest that whilst in general, proxy-proxy
agreement within control households is no worse than index-proxy agreement over
the same range of questions, proxy type is, to some extent, a factor which may affect

index-proxy agreement within control households for alcohol use questions.

Although question-specific kappa coefficients differ, the same broad conclusions can
be drawn for case households. Proxyl and proxy2 tend to agree quite closely with
one another over most of the alcohol questions, with most kappa values falling about
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0.55. However, a few kappa coefficients are quite low, suggesting the importance of

proxy type with respect to responses obtained.

Table 8.4 Cohen'’s kappa coefficient to show agreement between proxy1 and
proxy2 for questions on alcohol use

Question Controls  Cases

L25 Has he had one or more episodes of zapoi in the past year? 0.82 0.78

L36 Has he ever had help or advice from a doctor, narcologist, 0.82 0.76
social worker or some other professional for an alcohol
problem?

L8 On which day are other alcoholic substances usually drunk? 0.76 0.85

L4 How often are other alcoholic substances drunk? 0.75 0.82

L20 How often does he fail to fulfil his work obligations due to 0.67 0.68
drinking alcohol?

L1 How often is beer usually drunk? 0.65 0.60

L38 Has he ever been taken to a sobering up centre? 0.60 0.77

L2 How often is wine usually drunk? 0.59 0.64

L3 How often are spirits usually drunk? 0.58 0.61

L12  What is the maximum quantity of beer ever drunk on one 0.57 0.56
occasion?

L17 How often does he become excessively drunk? 0.57 0.59

L19 Howoften does he have a hangover? 0.57 0.62

L32 Has he been arrested because of being drunk during the 0.57 0.68
past year?

L10  How much wine is usually drunk on one occasion? 0.56 0.57

L13  What is the maximum quantity of wine ever drunk on one 0.56 0.52
occasion?

L14  What is the maximum quantity of spirits ever drunk on one 0.55 0.50
occasion?

L11  What quantity of spirits is usually drunk on one occasion? 0.54 0.53

L21 How often does he fail to fulfil his family or personal 0.54 0.69
obligations due to drinking alcohol?

L6 On which day is wine usually drunk? 0.53 0.58

L16 Does he ever drink large quantities of spirits without also 0.51 0.65
eating some food?

L18  Does he ever drink alcohol before noon? 0.50 0.55

L22 Does he ever go to sleep at night without taking his clothes 0.50 0.67
off because of being drunk?

L9 How much beer is usually drunk on one occasion? 0.49 0.56

166



Question Controls Cases

L15  Does he ever drink spirits together with either beer or wine 0.49 0.44
at the same sitting?

L23  Does he ever drink alone? 042 0.55

LS On which day is beer usually drunk? 0.39 0.58

L7 On which day are spirits usually drunk? 0.37 0.48

L24  Does he usually drink alcohol at home or in other places? 0.33 0.49

L34  Does he currently drink more, less or the same as one 0.19 0.52
month ago?

L33  Does he currently drink more, less or about the same as 0.17 0.54

one year ago?

For questions related to smoking, agreement between proxyl and proxy2 was
consistently very high with kappa=0.77 and above for four of the six questions in
control households. Question M5 (‘How old was he when he started smoking
regularly?’) had a slightly lower kappa of 0.56, and question M4, asking about the
detailed quantity aspect of smoking, had a lower kappa of 0.33. Agreement between
proxies for socioeconomic factors was all within or approaching the ‘almost perfect’
range (kappa>0.80), but was poorer for two of the questions asking about aspects of
health, K2 (‘Does he usually cough in the moming?’) and K3 (‘In the past few
months, could he climb up a flight of stairs without becoming breathless?’).

In case households, however, all results indicated at least ‘substantial’ proxyl-

proxy2 agreement except K2, for which kappa=0.53 which is still in a range
indicating that proxy type was less important among cases.
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Table 8.5 Cohen'’s kappa coefficient to show agreement between proxy1 and
proxy?2 for questions on tobacco use, socioeconomic factors and

health
Question Controls Cases
M1 s he a current smoker? 0.96 0.87
J8 Is he registered disabled? 0.96 1.00
E15 Whatis his marital status? 0.88 0.9
F3 Is he in regular paid employment? 0.87 0.88
M3  What does he smoke most often? 0.83 0.77
M2 How many years ago did he stop smoking regularly? 0.79 0.70
F1  Whatis his level of education? 0.78 0.71
M6 Have his parents ever smoked? 0.77 0.84
K1 Has he had any broken bones in the past year? 0.77 0.69
C14 Does his household own a car? 0.75 0.69
M5 How old was he when he started smoking regularly? 0.56 0.72
K2 Does he usually cough in the moming? 0.47 0.53
K3 In the past few months, could he climb up a flight up of 0.41 0.69
stairs without becoming breathless?
M4  When he smoked, how many per day was usual? 0.33 0.66

These results suggest that case proxies appear in general to perform better than
control proxies in terms of agreement between proxy1 and proxy2, indicating that the
choice of proxy in control households may be more important than in case
households, especially for specific questions. Overall, however, agreement tends to
be good, providing little evidence here to suggest that proxy type is an important
driving factor behind proxy validity.
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8.3.3 Does proxy type make a difference? (2)
Formal comparison of within-household index-proxy pairs

In order to further evaluate the importance of proxy type, a comparison of the
agreement between proxyl and the index (control) was made with the agreement
between proxy2 and the index. Where there is little or no difference in the agreement
between different index-proxy pairs, this is evidence that proxy type is not important
and, conversely, where more substantial difference is observed in agreement, this

provides evidence of an effect of proxy type.

Since direct comparisons may not be made using kappa statistics, the importance of
proxy type was formally explored using Agresti’s loglinear model to examine the
difference in index-proxy agreement within control households which had a
validation interview as well as a first interview. The households examined are
therefore identical for both types of pairing, so there is automatic adjustment to some
extent for characteristics of the index or houschold which may have influenced

earlier analyses.

The results of this analysis are shown in Table 8.6. This analysis is notable for its
lack of any statistically significant results. Of the questions examined, only one
showed statistical evidence of differential index-proxy agreement according to proxy
type. In further support of this null finding, 20 out of the 44 questions examined had
positive T values, and the remaining were negative, resulting in a non-significant test
of the null hypothesis that half the values should be of either sign. The magnitude of
all coefficients was small, except for those obtained for 1.16 (‘Does he ever drink
large quantities of spirits without also eating some food?"), employment (‘Is he in
regular paid employment?’) and K1 (‘Has he had any broken bones during the past
year?’). Examination of the raw data for these three questions revealed that the
distributions of index-proxy agreement were heavily dominated by the large number
of conservative responses, in agreement, by both index and proxy, and any difference
in distribution was in the responses of a very small number of proxy respondents
which explains why the differences were not detected as statistically significant, and

also suggests that they are not reflections of actual differences in reporting of these
questions by proxy type.
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Table 8.6 1 and p-value for the difference in agreement between the index with
proxy2 and the index with proxy1 in control households

Question T p value
L1 How often is beer usually drunk? 0.08 0.87
‘L2 How often is wine usually drunk? -0.33 0.59
L3 How often are spirits usually drunk? 0.50 0.32
"L4 How often are other alcoholic substances drunk? 0.02 1.00
L5 On which day is beer usually drunk? 0.59 0.35
L6 On which day is wine usually drunk? -0.24 0.71
0L7 On which day are spirits usually drunk? 0.03 0.96
|:8 On which day are other alcoholic substances usually drunk? -0.55 0.77
L9 How much beer is usually drunk on one occasion? -0.32 0.54
L1 0 How much wine is usually drunk on one occasion? 0.00 1.00
L11 What quantity of spirits is usually drunk on one occasion? -0.49 0.40
L1 2 What is the maximum quantity of beer ever drunk on one -0.10 0.85
occasion?
L13 What is the maximum quantity of wine ever drunk on one -0.05 0.94
occasion?
L14 What is the maximum quantity of spirits ever drunk on one -0.31 0.59
occasion?

L15 Does he ever drink spirits together with either beer or wine at 0.04 0.94
the same sitting?

L16 Does he ever drink large quantities of spirits without also eating
some food?

117 How often does he become excessively drunk? -0.74 0.22

:1— 8 Does he ever drink alcohol before noon? -0.50 0.42

L19 How often does he have a hangover? -1.07 0.08

'L20 How often does he fail to fulfil his work obligations due to -0.43 0.71
drinking alcohol?

L21 How often does he fail to fulfil his family or personal obligations  -0.13 0.88
due to drinking alcohol?

L22 Does he ever go to sleep at night without taking his clothes off -0.67 0.51
because of being drunk?
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Question p value

T

L23 Does he ever drink alone? 0.44 0.38

L24 Does he usually drink alcohol at home or in other places? -0.03 0.95

L25 Has he had one or more episodes of zapoi in the past year? -0.74 0.54

L32 Has he been arrested because of being drunk during the past 0.22 0.86
year?

L33 Does he currently drink more, less or about the same as one 0.14 0.79
year ago?

L34 Does he currently drink more, less or the same as one month 0.14 0.79
ago?

L36 Has he ever had help or advice from a doctor, narcologist, social -0.50 0.62
worker or some other professional for an alcohol problem?

L38 Has he ever been taken to a sobering up centre? -0.74 0.19

M1 Is he a current smoker? 0.43 0.78

M2 How many years ago did he stop smoking regularly? -0.47 0.83

M3 What does he smoke most often? 0.12 0.93

M4 When he smoked, how many per day was usual? 0.85 0.19

M5 How old was he when he started smoking regularly? -0.81 0.23

M6 Have his parents ever smoked? 0.18 0.84

E15 What is his marital status? -0.67 0.73

F3 s he in regular paid employment? 1.44 0.35

C14 Does his household own a car? 0.35 0.59

J8 s he registered disabled?

F1 Whatis his level of education? -0.37 0.59
K1 Has he had any broken bones in the past year? 1.63 0.09
K2 Does he usually cough in the moming? 0.08 0.87

K3 In the past few months, could he climb up a flight up of stairs -0.33 0.59
without becoming breathless?

A quantile-quantile plot of t/standard error (Figure 8.1) was drawn in order to
illustrate whether there is any overall tendency for systematically better or worse
agreement between index-spouse pairs versus index-proxy2 pairs, where proxy?2 is
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the next best available proxy. Additionally, this plot helps to identify any interesting
outliers, indicating questions for which spouses provide particularly more or less

valid responses with respect to the index when compared with the next best available

proxy.

Figure 8.1 Quantile-quantile plot of 1 /standard error, for the difference in

agreement between the index with proxy2 and the index with proxy1

-1.324008 1.187729
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Inverse Normal
Grid lines are 5, 10, 25, 50, 75, 90, and 95 percentiles

This plot shows that the difference in agreement is normally distributed around a
mean which falls close to 0 (-0.07, 95% CI -0.30, 0.17), indicating no particular
tendency for either index-spouse or index-proxy2 pairs to have better overall
agreement. Only a small number of questions have standardised values which
approach 1.96 standard deviations away from the value of 0 and none exceed this

value.

These findings suggest that neither group of proxies (spouses/non spouses) agrees
more closely overall with this constant group of indexes beyond expectations due to
chance. It is noted, however, that these findings which are in contrast with the
previous chapter, may be attributable to the small sample size employed in these

analyses.

172



8.34 Is there case-control bias in the effect of proxy type on response
validity?

Apart from a few exceptions, based on the evidence presented in this chapter it
appears that there is little advantage in using spouses as proxies in control
households. The same appears to be true in case households, as case proxies 1 and 2
tend to closely agree. However, since there is no case index available against which
to compare two proxies, and there are strong limitations involved in relying on kappa
coefficients to address this issue, these conclusions are limited in their interpretation.

Agresti’s loglinear model was therefore used in order to formally explore whether

there is a bias associated with fact that the index has died.

Alcohol-related questions

Table 8.7 displays 1 coefficients for this comparison, along with their p-values for the
null hypothesis that there is no case/control difference in agreement between proxy1-

proxy?2 pairs for the range of questions relating to alcohol use.

A binomial test of the null hypothesis that the proportion of negative 1 values is half
the total number is non-significant (95% CI 0.44-0.80), although there is an
indication of a slight tendency overall for case proxies to agree more closely with
one another than control proxies. This is supported by examination of coefficients in
the table, which reveals that most t values fall close to 0, but tend to be negative.
However, only three of the 30 questions examined here show statistical evidence of a
difference at the 5% level, and after application of a Bonferroni correction, only one
question displays a statistically significant result when using a corrected critical p
value of 0.002: question L33 (‘Does he currently drink more, less or about the same
as one year ago?’), for which case proxies show statistically better agreement with
one another than control proxies, a finding also indicated by examination of kappa
coefficients in Table 8.4. Question L34, asking about change in drinking behaviour
since a month ago shows weak statistical evidence of different case/control
association: the magnitude of t does indicate a tendency for case proxies to be in

stronger agreement for this question than control proxies.
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Table 8.7 r and p-value for the difference in agreement distribution of proxy1—

proxy?2 reports for alcohol-related questions, in control versus case

households

Questions t pvalue
L1 How often is beer usually drunk? -0.21 0.71
L2 How often is wine usually drunk? -0.53 0.44
ML3 How often are spirits usually drunk? -0.34 0.53
L4 How often are other alcoholic substances drunk? -3.93 0.18
st On which day is beer usually drunk? -
L6 On which day is wine usually drunk? 0.27 0.73
L7 On which day are spirits usually drunk? -083 023
L8 On which day are other alcoholic substances usually drunk? -1.15 0.59
L~9 How much beer is usually drunk on one occasion? 092 0.14
—[‘1 0 How much wine is usually drunk on one occasion? -0.31 0.66
L11 What quantity of spirits is usually drunk on one occasion? 0.03 0.96

L12 What is the maximum quantity of beer ever drunk on one occasion? -0.77  0.21

L1 3 What is the maximum quantity of wine ever drunk on one -014 0.86
occasion?
L14 What is the maximum quantity of spirits ever drunk on one -059 0.36
occasion?
L15 Does he ever drink spirits together with either beer or wine at the 0.88 0.15
same sitting?
L16 Does he ever drink large quantities of spirits without also eating -093 022
some food?
| L17 How often does he become excessively drunk? 0.96 0.13
T_Ta Does he ever drink alcohol before noon? 0.34 0.58
L19 How often does he have a hangover? 0.66 0.34

L20 How often does he fail to fulfil his work obligations due to drinking 040  0.73
alcohol? '

L21 How often does he fail to fulfil his family or personal obligations due -0.27  0.80
to drinking alcohol? :

L22 Does he ever go to sleep at night without taking his clothes off -064 0.50
because of being drunk?
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Questions 1 pvalue

L23 Does he ever drink alone? 0.02 0.96
124 Does he usually drink alcohol at home or in other places? -0.88 0.1
125 Has he had one or more episodes of zapoi in the past year? 269 0.06
132 Hasr’t;e been arrested because of being drunk during the past 0.01 0.99

year”

L33 Does he currently drink more, less or about the same as one year
ago?

L34 Does he currently drink more, less or the same as one month ago?

—L36 : Has he ever had help or advice from a doctor, narcologist, social 0.90 0.38
worker or some other professional for an alcohol problem?

T.38 Has he ever been taken to a sobering up centre? ~128 . 0.09

A quantile-quantile plot of t/standard error (Figure 8.2) illustrates these findings. All
questions are normally distributed around a mean which lies close to, but below, 0 (-
0.47, 95%CI -0.91, -0.03). After standardisation, no questions emerge as important
outliers. This evidence reinforces the above conclusions that there is an overall
tendency for within-household proxies to agree more closely with one another in

case versus control households.
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Figure 8.2 Quantile-quantile plot of 1/standard error, for the difference in proxy1-
proxy2 agreement in control versus case households for alcohol-
related questions
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Tobacco use, socioeconomic factors and health related questions

Table 8.8 displays the results of this analysis for questions relating to tobacco use,
socio-economic factors and health questions. Once again, a binomial test of the null
hypothesis that the proportion of negative t values is half the total number was also
non-significant (95% CI 0.43-0.95) indicating no particular tendency overall for case
proxies or control proxies to agree more closely with one another. This finding was
supported by the fact that none of these questions showed evidence of a statistically
significant difference at the 5% level. The one obvious finding from Table 8.5, that
question M4 is answered differently by proxies in control households, but not in case
households (kappa=0.33, 0.66 respectively), is reflected in the magnitude of t in

Table 8.8, for which there is some weak statistical evidence in support.
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Table 8.8 r and p-value for the difference in agreement distribution of proxy1—
proxy2 reports in control versus case households for questions
related to tobacco use, socioeconomic factors and health

Question T p value
M1 Is he a current smoker? 1.36 0.63
M2 How many years ago did he stop smoking regularly? -0.86 0.4
M3 What does he smoke most often? 1.88 0.256
M4 When he smoked, how many per day was usual? -1.31 0.07
M5 How old was he when he started smoking regularly? -1.42 0.20
M6 Have his parents ever smoked? -1.88 0.28
E15 Whatis his marital status? -0.28 0.87
F3 Is he in regular paid employment? -0.24 0.90
C14  Does his household own a car? 0.27 0.71

J8 Is he registered disabled? -

F1 What is his level of education? -0.15 0.84
K1 Has he had any broken bones in the past year? 1.04 0.46
K2 Does he usually cough in the morning? -0.03 0.87

K3 in the past few months, could he climb up a flight up of stairs  -0.65 0.43
without becoming breathless?

These results are illustrated by a quantile-quantile plot, Figure 8.3. This range of
questions are normally distributed about a mean close to 0 (-0.21, 95%CI -0.72,
0.29), indicating no overall tendency for greater proxyl-proxy2 agreement in either
type of household. After standardisation, M4 is no longer an important outlier,
although this question lies at the tail end of the distribution, and shows a very slight
departure from the expected value under the assumption of a normal distribution,
approaching 1.95 standard deviations away from a null value of 0. This indicates that

agreement in control proxy responses to this question differ from one another
significantly more than case proxy responses.
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Figure 8.3 Quantile-quantile plot of 1/standard error, for the difference in proxy1-

proxy2 agreement in control versus case households for questions on
tobacco use, socio-economic factors and health
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In summary, there is little statistical evidence to support any overall trend for a
difference in the proxyl-proxy2 agreement in case versus control households. The
only clear exceptions are two questions asking about change in alcohol consumption
behaviour, for which case proxies are in closer agreement than control proxies, and
one question asking about quantity of cigarettes smoked, which shows bias in the

same direction.

8.3.5 Generalisability of this subset

In order to be able to generalise these findings to the larger dataset, it was important
to establish that there were no important differences in the baseline characteristics of
those households examined within this chapter (for which a validation interview was

obtained) with those for which a validation interview was not obtained.

A selection of characteristics was compared between eligible households for which a
successful validation interview was/was not obtained. These characteristics, (age of
index, education level of index, employment status of index and narcology

registration) are displayed in Table 8.9.
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Age distribution differed noticeably between those eligible households in which a
validation interview was/was not obtained. A greater proportion of interviews were
obtained from both case and control proxy households where the index was in the
oldest age group, whilst among households where the index was 35-39, fewest of

those households approached resulted in an interview. Little difference was observed

in the youngest age group.

The proportion of validation interviews obtained from eligible case households
approached was similar for all classes of educational level. Among control
households, a similar trend was also observed, although proportionately more
successful interviews were obtained among controls whose educational level was

‘professional school’, and proportionately less among those with some/complete

higher education.

There is little difference in either the employment status of the index, or in
registration at the narcology service in both case and control households, when

examined by households in which a validation interview was/was not obtained.

Thus, none of education, employment or narcology registration affect response rate
among cases or controls, but are associated with different response rate in each. (i.e.
distribution of these variables is similar among those cases who did and did not
provide validation interview and the same among the controls, but the two
distributions differ from one another). Conversely, age does appear to affect response
rate whereby response rates are higher among both cases and controls in the older
age groups, and the youngest age group. However, overall the absence of major
differences in these results support the assumption that analyses performed on this
subset of households for which a validation interview was successfully obtained may
be generalised to the larger dataset

Having established that the distribution of index characteristics did not substantially
differ between households in which a validation interview was/was not obtained, an
investigation was carried out to explore whether there were substantial differences in

the pattern of proxyl responses in these groups that could limit generalisability.
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Representativeness of households in which a validation interview was
obtained: formal evaluation

In order to explore whether the pattern of proxyl responses relative to the index
response differed in the subset analysed in this chapter, an investigation of agreement
between the index and proxyl was carried out, comparing households in which a
validation interview was obtained with households for which this was not the case.
Agresti’s loglinear model was used to formally investigate the difference in

agreement between the control and proxy1 in these two groups.

Alcohol related questions

Table 8.10 displays t coefficients for this difference, along with their p-value for the
null hypothesis that there is no difference in agreement between pairs for the range of
questions relating to alcohol use. Exactly one third of the questions examined have a
¢ which lies below 0 (no difference between groups), so although a binomial test of
the null hypothesis that the proportion of negative t values is half the total number is
non-significant, there is a very slight tendency for the index-proxy agreement in
those households which produced a validation interview to be weaker than those
which did not. Examination of the range of values obtained for 1 reveals that the
magnitude of any difference is small: most of the values fall close to a null result of
0, with only a few results of any interest. Notably, question L16 (‘Does he ever drink
large quantities of spirits without also eating some food?’) has a 1 slightly larger than
most other values, indicating that those included in the subset examined may report
this question more differently to the index than those excluded. Question L25 (‘Has
he been on zapoi in the past year?’) also has a relatively large <, indicating the
opposite — that this question is better reported by those in this subset than in the
overall dataset, although this difference is not statistically significant. Only three of
the 30 questions examined here show statistical evidence of a difference at the 5%
level, and after application of a Bonferroni correction, no test is statistically
significant when using a corrected critical p value of 0.002. Overall, there are no
questions for which the difference which statistically differs from a null value of 0,
indicating that for alcohol questions, the subset analysed within this chapter can be
considered to be representative of the whole dataset.
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Table 8.10 1 and p-value for the difference in index-proxy1 agreement for
questions relating to alcohol use in households for which a validation
interview was notAvas obtained

Question T p value
L1 How often is beer usually drunk? 0.21 0.56
L2 How often is wine usually drunk? -0.26 0.58
L3 How often are spirits usually drunk? 0.42 0.25
L4 How often are other alcoholic substances drunk? 0.37 0.92
L5 On which day is beer usually drunk? 073 0.11
mL6 On which day is wine usually drunk? 0.19 0.70
L7 On which day are spirits usually drunk? 0.08 0.86

L8 On which day are other alcoholic substances usually drunk? 0.38 0.80

L9 How much beer is usually drunk on one occasion? 0.14 0.73

110 How much wine is usually drunk on one occasion? -0.30 0.56

L11 What quantity of spirits is usually drunk on one occasion? -0.19 068

L12  Whatis the maximum quantity of beer ever drunk on one 0.02 0.96
occasion?

L13  What is the maximum quantity of wine ever drunk on one 004 094
occasion?

L14  What are the maximum quantity of spirits ever drunk on one 027 051
occasion?

L15 Does he ever drink spirits together with either beer or wineat  0.09 0.82
the same sitting?

L16  Does he ever drink large quantities of spirits without also
eating some food?

—I—:1—7 How often does he become excessively drunk? -0.19 0.67

EB Does he ever drink alcohol before noon? -0.12 0.79

119  How often does he have a hangover? -066 0.15

L20  Howoften does he fail to fulfl his work obligations due to 085 0.35
drinking alcohol?

121  How often does he fail to fulfil his family or personal 064 033

obligations due to drinking alcohol?

I

L22 Does he ever go to sleep at night without taking his clothes off -0.77  0.32
because of being drunk?
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Question 2 p value

L23 Does he ever drink alone?

L24 Does he usually drink alcohol at home or in other places?

125 Has he had one or more episodes of zapoi in the past year? -1.18  0.20

L32  Has he been arrested because of being drunk during the past  0.20 0.82

year?

L33 Does he currently drink more, less or about the same as one 0.52 0.18
year ago?

WL34 Does he currently drink more, less or the same as one month  0.19 0.63
ago?

L36 Has he ever had help or advice from a doctor, narcologist, -0.58 0.46
social worker or some other professional for an alcohol
problem?

L38 Has he ever been taken to a sobering up centre? 0.17 0.70

Tobacco use, socioeconomic factors and health related questions

Table 8.11 displays the results of a similar analysis exploring the difference in
agreement between the control and proxyl for households in which a validation
interview was/was not conducted for questions on smoking, socioeconomic factors

and aspects of health.

A binomial test of the null hypothesis that the proportion of negative t values is half
the total number is statistically significant, with the confidence interval falling well
below the expected mean of 0.5. Examination of the range of values obtained for t in
this table reveals that almost every value is positive, indicating a slight tendency for
first proxies not in households in which a validation interview was conducted to
agree more closely with the control. However, only a small number of questions
display T values which are statistically different to 0 at the 5% level, and applying a
Bonferroni correction to this table leaves only one question, M6, statistically
significant based on a corrected critical p value of 0.004 (0.05/14). These results
continue to support the assumption that this subset is representative of the wider

dataset with respect to questions on smoking, socioeconomic factors and health.
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Table 8.11 1 and p-value for the difference in index-proxy agreement in control
households for which a validation interview was notAvas obtained for

questions relating to tobacco use, socioeconomic factors and aspects

of health
Question T p value
M1 Is he a current smoker? 1.28 0.30
“M'EwHow many years ago did he stop smoking regularly? 1.84 0.29
~’M3 What does he smoke most often? 0.83 0.42
RM When he smoked, how many per day was usual? -
M5 How old was he when he started smoking regularly? 0.58 0.25

M6 Have his parents ever smoked?

E% What is his marital status?

Eg Is he in regular paid employment? 0.64 0.50

C14 Does his household own a car?

J8 Is he registered disabled? 378 0.18
F1 Whatis his level of education? 0.46 0.41
K1 Has he had any broken bones in the past year? -0.21 0.84
E Does he usually cough in the morning? 013 0.78
K3 In the past few months, could he climb up a flight up of stairs 0.52 0.42

without becoming breathless?

Considering all these questions together, a quantile-quantile plot shows that the
questions are normally distributed about a mean which lies just above 0 (0.61, 95%
CI 0.26, 0.96). This indicates a slight tendency for those included in the subset to
have slightly poorer index-proxyl agreement than the wider dataset. However, the
absence of important outliers, and the slight magnitude of the shift in agreement
supports the generalisability of results obtained in this chapter.
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Figure 8.4 Quantile-quantile plot of 1/standard error for the difference in index-
proxy agreement in pairs of respondents in control households for
which a validation interview was not/iwas obtained
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8.4 Discussion

In Chapter 7 it emerged that, in line with the literature, spouses appear to provide the
most valid responses to a range of questions with respect to the index. It is plausible
that these findings are confounded by properties of the household from which
respondents and indexes come: the setting in which indexes and their proxies live
undoubtedly affects the type of proxy available, and this setting may also affect and
be directly responsible for aspects of index behaviour and the quality of index-proxy

relationships which influence the level of agreement between index and proxy

responses.

This chapter explored the issue of whether certain properties of the household —
known or unknown - are to some extent responsible for the apparent differential
validity of proxy responses according to the index-proxy relationship. In other words,
does proxy type make a difference per se to the validity of proxy responses, or does
the household confound the findings of Chapter 7. In exploring the agreement

petween two within-household proxies, there was automatic adjustment for
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properties of the household which may impact on the apparent validity of proxy
responses, and it was therefore possible to further untangle the factors driving
validity of proxy response with respect to proxy type.

Is there agreement between two proxies within a single control household?

Comparison of within-household proxy responses where proxyl was the spouse and
proxy2 was the next best available proxy enabled an assessment of whether proxies
agree with one another. Strong agreement between proxies would indicate that
different proxy types provide similar responses regardless of household attributes,
whilst weak agreement would indicate that different proxy types provide different
responses to questions. In this latter scenario, there is support for the hypothesis that
proxy type is important.

Within control households, the questions for which there was comparatively poor
proxyl-proxy2 agreement as indicated by Cohen’s kappa coefficient were few. These
questions tended to ask about aspects of the index’s behaviour which are arguably
difficult for a proxy to be easily able to observe due to the necessity for detailed
knowledge (e.g. ‘When he smoked, how many per day was usual?’) or knowledge of
behaviours occurring away from the home (e.g. ‘Does he usually drink alcohol at
home or in other places?’). In fact, there was considerable overlap between these
questions and the questions identified in Chapter 7 as eliciting poor index-proxy
agreement in general. It is plausible that proxies are unable to provide valid
responses to these questions regardless of their relationship to the index, and the
misclassification may be either random or directional according to specific proxy

type, but is universally present, resulting in low agreement between proxies in
control households.

Are spouses more valid than other proxy respondents?

By examination of index-proxy agreement using two different proxies within the
same households it was possible to draw conclusions regarding the effect of whether
a proxy is the spouse versus the next best available respondent on agreement with the
index. In line with the general finding that, to some extent, within-household proxies
agree with each other, the analyses conducted in this chapter did not reveal spouses
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to be better informants than the next available proxy. There was very little detectable
statistical difference in the agreement between controls and proxyl versus controls
and proxy2, indicating that although proxies may not agree strongly with one

another, they are equally invalid with respect to the index in control households.

This is a novel finding, and suggests that proxy type may be less important than
previously deduced in driving validity of proxy responses. Instead, it is attributes of
the household and/or the index which result in proxies being more or less valid at
informing about the index. Considered along with the findings of Chapter 7 which
indicated that spouses tend to be in slightly better agreement with the index than
other types of proxy, there is a suggestion that one such attribute is the fact that the
index has a spouse at all. It may be that men who have a spouse, compared with men
who have never had a spouse or who have lost their spouse, tend toward behaviours

which are less difficult for their proxies to report accurately and consistently.

Do these findings differ in case versus control households?

Another such attribute is the fact of death of the index, which could be anticipated to
affect the responses provided by different members of the household. The responses
provided by two proxies within case households could not, of course, be compared to
the case, therefore the analyses carried out in control households could not be
replicated. However, an analysis comparing the within-proxy agreement in case
compared with control households provided some evidence regarding whether

agreement differs according to case/control status, i.e. the fact of death.

So is there any case-control bias in the importance of proxy type? Although
examination of Cohen’s kappa coefficients at the beginning of this chapter appeared
to indicate that case proxies tend to agree more closely with one another than control
proxies for this range of questions, when using Agresti’s loglinear model little
support for this was observed. In a formal comparison of agreement between pairs in
the two types of household, there was little detectable difference in agreement
beyond that expected by chance.

However, the indication of stronger concordance between case proxies cannot be
ignored. Despite the lack of a statistically detectable difference, it does appear that

choice of proxy may have a lesser impact on the validity of proxy response in case
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compared with control households. It is important to note that this finding pertains to
the relative, not absolute validity of these responses, but in the absence of a case
(index) to interview, it is not possible to identify which type of proxy is most valid

for any given question in case households.

The reasons behind this finding can be speculated upon. It is plausible that the fact of
the recent death of the index encourages proxies within any given household to
uniformly under-, or indeed over- estimate the behaviours in question. It is also
likely, however, that the fact of death is related to the behaviours in question, and
that cases in this study tend towards heavier drinking behaviours. The nature of such
behaviours would be more apparent to proxies, making these specific Questions less
difficult to validly answer for any proxy. This would have the result of greater
uniformity in proxy responses in case households. Thus, despite the apparent case-
control bias in the importance of proxy choice, whereby the selection of proxy has a
greater impact on the validity of findings among controls than among cases, it may
be behaviours related to the fact of death, rather than the fact of death itself, which

are the overriding factors influencing proxy responses to these questions.

Limitations

The analyses presented in this thesis are carried out using proxies selected according
to a protocol designed to ensure that the proxy has good knowledge of the index. The
extent to which differences in proxy validity can be detected is therefore limited,
since all proxies have been selected on the basis of being expected to provide
reasonably valid responses. The weakness of some of the findings here may be
attributable, in part, to this limitation of these data, and the strength of findings could

plausibly increase where such a stringent screening protocol was not applied.

A further limitation of the analyses presented in this chapter is that they were
conducted using relatively small sample sizes, and it is plausible that this has led to
the false negative results which contrast with the findings of Chapter 7. Repetition of
these analyses with a larger study population could result in amplification of slight
positive effects of proxy type which have not convincingly emerged here.
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Concluding comments

Consideration of the evidence presented in this chapter does suggest that proxy type
may be less important than previously suspected in terms of agreement with an
index. Instead of specific attributes of the proxy per se driving differences observed
in previous analyses, it appears that it is attributes of the index or households which
are, in fact, influencing the validity of the proxy responses. Such attributes will
include many unmeasured characteristics of the index, the proxy and the household,
but two emerge here as particularly important. There are firstly, whether the index
has a spouse (rather than whether the proxy is the spouse), and secondly, the fact of
death itself. Whilst this latter attribute cannot be controlled — it is an integral
weakness of this type of case control study - it is reassuring that the difference
observed here is modest. However, the former finding has implications in terms of
choice of index in this type of study. Whilst more valid data may be collected if
subjects are limited to those who have spouses, the generalisability of such research
would also be limited to men who have spouses. In the light of the magnitude of the
difference in agreement observed, this trade-off in proxy validity against
generalisability of findings must be carefully considered in the design of any study

which uses proxy respondents.
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Chapter 9 Impact of using proxy data on case-
control results

In this chapter, the focus turns to what is arguably the most important issue
associated with using proxy respondents in place of index respondents to collect
questionnaire data: the impact on study findings. In previous chapters there has been
much focus on validity of proxy respondents at an individual level. Findings have
been interesting and informative regarding effects of characteristics of the index, of
the proxy and of the index-proxy relationship on the validity of proxy responses.
However, in this chapter we return to the motivation behind these exploratory
analyses and address an important question: what difference, if any, does the use of

proxy respondents make to the findings of a case-control study?

9.1 Summary of chapter contents

This chapter begins by assessing what impact there is on measures of effect obtained
in a case-control study examining the effect of alcohol on all-cause mortality when
the best available proxy is used, rather than self-reported data. There is then an
investigation of the effect of using proxies defined by particular attributes of the
index-proxy relationship. Firstly, analyses explore the impact of the use of spouses
rather than self-reported data, and secondly, the impact of the use of proxies who
report ‘good’ or ‘extremely good’ knowledge of the index, rather than self-reported
data.

9.2 Methods

Odds ratios obtained in a case-control setting — at least in a univariate situation - are
a reflection of aggregate, marginal distributions. Whilst high levels of agreement
between control and control proxy responses will probably mean that two ORs
obtained using data from these two different sources will be very similar, lower
levels of agreement does not necessarily lead to dissimilar ORs. Therefore,
examination of individual-level agreement only is not sufficiently informative
regarding whether use of proxy responses has a substantial impact on measures of
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effect obtained. Here, a comparison of odds ratios obtained when using different

respondents will be made in the context of a large case-control study.

The Izhevsk Family Study is a case-control study whose central hypothesis focused
on the risk factors of premature mortality among Russian men of working age (25-
54), concentrating on alcohol use as the primary exposure. The study design and
methods are described in detail in Chapter 3. Using this unique dataset comprising
proxy data for case and controls, as well as interview data with the controls
themselves, it is possible to investigate the question of the impact of using proxy data
on study findings.

Firstly, the question of whether the use of proxies has any impact on measures of
effect obtained: whether ORs are changed, and in which direction. Secondly, whether
the use of spouses, identified in previous chapters as likely to be the most valid
respondents compared with self-report, has any impact on measures of effect.
Finally, whether the use of proxy reports from individuals who report ‘good’ or
‘extremely good’ knowledge of the index, versus self-reports of control exposures in
the same households has any impact. Other subsets explored in previous chapters did
not show any evidence of improving proxy validity, and therefore will not be
explored further in this chapter. The intention here is not to estimate the true
association between alcohol consumption and mortality in this case control study,
since further elaboration of the analyses would be necessary to address this. Rather,
the aim is to compare the mortality adjusted odds ratios obtained using different
respondents as detailed below.

Logistic regression was used to obtain all-cause mortality odds ratios according to
different types of alcohol consumption (frequency of beer, wine, spirits, surrogates
consumption), adjusted for age, smoking status and some socioeconomic factors. The

analysis was repeated using the following restricted subsets of households:

e  All households included in previous analyses: case proxy versus control

proxy data, case proxy versus self-reported control data

e  Restriction to households where proxy 1 was the index’s spouse: case

proxy versus control proxy data, case proxy versus self-reported control
data
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) Restriction to households where proxy 1 reported ‘good’ or ‘extremely

good’ knowledge of the index: case proxy versus control proxy data,

case proxy versus self-reported control data

In order to avoid confounding by attributes of the control household, self-reported
control data and control data were included in each analysis on a household basis: i.e.
self-reported data was examined only if the control’s proxy met the above criteria.
The small number of questionnaire items within these samples with missing data,

however, were not excluded (Appendix 8).

Variables

The outcome explored was all-cause mortality. Primary exposures comprised a range
of variables relating to alcohol use, specifically - frequency of consumption of beer
(L1), wine (L2), spirits (L3) and surrogates (L4) (daily or almost daily, 3-4 times per
week, 1-3 times per month, never or almost never). Analyses were adjusted for the
following exposures: age group (25-29, 30-34, 35-39, 40-44, 45-49, 50-54), smoking
status (M1) (current, ex-smoker, never-smoker), education (F1) (some/complete
secondary, professional, specialized secondary, some/complete higher), employment
(F3) (regular paid employment, unemployed due to disability, unemployed due to ill
heath, unemployed — other), marital status (E15) (living together with spouse in a
registered marriage, living together with spouse but not in a registered marriage,
divorced/separated, widowed, never married), household ownership of a car (C14)

(yes, no).
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9.3 Results

By comparing the odds ratios obtained when using specific proxies as respondents
for control data, as compared with the control self-reports, it is possible to evaluate

the impact of using proxy reports on study outcomes in a case control study.

The distribution of observations by respondent type for each subset examined is

presented in Appendix 8.

9.31 Comparison of odds ratios obtained in all households

Figure 9.1 and Table 9.1 show the mortality adjusted odds ratios by frequency of
drinking in all households, displaying results obtained using proxy data for controls

alongside those obtained when using self-reported data.

It is clear that the general impact of using proxies is to underestimate the mortality
adjusted OR relative to that obtained using self-reported data, and that the magnitude

of underestimation varies substantially by alcohol type and frequency category.

Figure 9.1 Mortality adjusted odds ratios and 95% confidence interval by
frequency of drinking in all households
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The impact is modest or absent for the categories representing monthly or weekly
consumption for all types of alcoholic drink examined. However, as the alcohol
consumption category becomes more extreme, so does the difference in estimated
OR with the greatest differences observed for daily consumption of all drinks. In
particular, the difference in observed OR for the effect of daily surrogate
consumption is large, although there is overlap in confidence intervals, and the point
estimate for daily consumption of wine is also large, although examination of the
confidence intervals for this type of beverage again indicates that these estimates are
imprecise due to the small sample sizes in the categories examined, and therefore
cannot be interpreted with confidence. This scenario, in which fewest restrictions are
made to the households included, results in the largest sample size and is perhaps the
most useful of the three examined in this chapter in a real setting. Therefore these

results are of particular interest.

Table 9.1 Mortality adjusted odds ratios by frequency of drinking in all

households
Proxy-reported data Self-reported data
OR 95% Cl OR 95% Cli
beer daily 1.7 (1.2,2.4) 286 (1.8,3.9)
weekly 0.9 (0.7,1.2) 1.1 (0.9,1.4)
monthly 0.7 (0.5,0.9) 0.8 (0.6,1)
rarely/never 10 - 1.0 -
wine daily 49 (2.5,9.8) 21.5 (6.5,70.8)
weekly 17 (1.2,2.5) 2.2 (1.5,3.2)
monthly 0.8 (0.6,1) 0.9 (0.7,1.1)
rarely/never 1.0 - 1.0 -
spirits daily 5.5 (3.4,8.8) 7.6 (4.5,12.8)
weekly 21 (1.6,2.8) 2 (1.5,2.7)
monthly 1.1 (0.9,1.5) 1.1 (0.9,1.5)
rarely/never 1.0 - 1.0 -
surrogates daily 10.6 (6.5,17.2) 26.2 (13.5,61)
weekly 3.8 (2.5,5.9) 5.3 (3.3,8.6)
monthly 1.8 (1.2,2.8) 1.8 (1.2,2.9)
rarely/never 1.0 - 1.0 -

ORs adjusted for age group, smoking status, education level, employment status, marital status, car
ownership
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9.3.2 Comparison of odds ratios obtained in households where the proxy is

the index’s spouse (subset 4)

As previously discussed, the spouse is widely held as the preferred choice of proxy
respondent according to the literature (Chapter 1), and previous analyses in this
thesis suggest that spouses may be the most valid proxy respondents. Figure 9.2 and
Table 9.2 show the mortality adjusted odds ratios by frequency of drinking in
household for which the proxy is the index’s spouse, displaying results obtained

using proxy data for controls alongside those obtained when using self-reported data.

Figure 9.2  Mortality adjusted odds ratios and 95% confidence intervals by
frequency of drinking in households where the proxy is the index’s

spouse (subset 4)
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It is clear that the general impact of using spouses as proxies rather than self-reported
data is again to consistently underestimate the mortality adjusted OR. The overall
trend is consistent with the result observed when using the whole dataset, whereby
there is very little difference in the estimated effect of infrequent drinking of any

type of alcohol, but as the alcohol consumption category becomes more extreme, so
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does the difference in estimated OR with the greatest differences observed for daily

consumption of all drinks, and in particular, daily consumption of surrogates.

It is not surprising that examination of the adjusted mortality odds ratios obtained
using index versus proxy data in households where the proxy is the index’s spouse
demonstrates similar patterns to the previous analysis, since this group of
respondents comprises the a large proportion of the whole sample (86% among
control households, 60% among case households). However, the findings are not
identical: when only households for which the proxy is the index’s spouse are
included, the magnitude of the difference in OR obtained using proxy and index
control data is intensified. Most strikingly, the OR for daily surrogates consumption
is greatly and significantly underestimated when using proxy-reported data compared
with self-reported data in this sample.

Table 9.2 Mortality adjusted odds ratios by frequency of drinking: households in
households where the proxy is the index’s spouse (subset 4)

Proxy-reported data Self-reported data

OR 95% ClI OR 95% Cl
beer daily 1.6 (1.1, 2.4) 28 (1.8, 4.3)
weekly 0.9 (0.7, 1.3) 11 (0.8, 1.5)
monthly 0.7 (0.5, 1.0) 0.9 (0.6, 1.2)
rarely/never 1.0 - 1.0 -
wine daily 45 (2.0, 9.8) 25.5 (5.8, 111.6)
weekly 1.9 (1.3, 2.9) 23 (1.5, 3.5)
monthly 0.7 (0.6, 1.0) 0.9 (0.7, 1.2)
rarely/never 1.0 - 1.0 -
spirits daily 44 (2.8, 7.5) 71 (3.9, 12.8)
weekly 21 (1.5, 3.0) 22 (1.5, 3.0)
monthly 1.2 (0.9, 1.8) 1.2 (0.9, 1.7)
rarely/never 1.0 - 1.0 -
surrogates daily 1.9 (1.1, 3.1) 23.8 (11.2, 50.6)
weekly 3.2 (1.9, 5.3) 4.7 (2.7, 8.3)
monthly 1.9 (1.1, 3.1) 23 (1.4, 3.8)
rarely/never 1.0 - 1.0 -

ORs adjusted for age group, smoking status, education level, employment status, marital status, car
ownership
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9.3.3 Comparison of odds ratios obtained in households where proxies

report ‘good’ or ‘extremely good’ knowledge of the index (subset 2)

Examining the ORs obtained using data from those households within which the
proxy reported ‘very good’ or ‘extremely good’ knowledge of the index, an overall
tendency is once again observed for estimates obtained using proxy data to be more
conservative than those obtained using self-reported data (Figure 9.3 and Table 9.3).
Notably, confidence intervals overlap in every instance, suggesting a lack of
statistically significant difference between ORs obtained. However, for some of the
larger effects in particular, the difference between point estimates is large and the
overlap is at the extremes of the range of possible values, indicating that a difference
is plausible. The estimated effect of monthly consumption of different alcoholic
beverages or surrogates is again hardly affected by the use of proxy versus self-
reported data. The differences in estimates for ‘weekly’ consumption are slightly

larger for wine and surrogates, but not for beer or spirits.

Figure 9.3  Mortality adjusted odds ratios and 95% confidence intervals by
frequency of drinking in households where proxies report ‘good’ or
‘extremely good’ knowledge of the index (subset 2)
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Substantially overlapping confidence intervals for these two former alcohols (wine
and surrogates) suggests these imprecise estimates may differ by chance, although
the lack of a detectable statistical effect does not necessarily indicate lack of a real
tendency that would be detected in a larger sample. The estimated OR obtained using
proxy and self-report for ‘daily’ wine and surrogates consumption persist in showing
large differences in point estimates, as observed in the previous samples examined.
However, the confidence intervals between the two estimates show considerable
overlap here for both wine and surrogates, providing less evidence of an extreme

effect using these proxies than when using spouses only.

Table 9.3 Mortality adjusted odds ratios by frequency of drinking using proxies
who report ‘good’ f'extremely good’ knowledge of the index (subset 2)

Proxy-reported data Self-reported data

OR 95% Cl OR 95% ClI
beer daily 1.5 (1.0,2.3) 22 (1.4,34)
weekly 0.9 (0.7,1.2) 1.1 (0.8,1.4)
monthly 0.7 (0.5,0.9) 0.8 (0.6,1.1)
rarely/never 1.0 - 1.0 -
wine daily 5.7 (2.6,12.5) 28.6 (6.7,121.2)
weekly 1.7 (1.1,2.5) 2.2 (1.5,3.3)
monthly 0.8 (0.6,1.0) 0.9 (0.7,1.2)
rarely/never 1.0 - 1.0 -
spirits daily 5.0 (2.9,8.4) 71 (4.0,12.8)
weekly 2.0 (1.5,2.8) 1.8 (1.3,2.5)
monthly 1.1 (0.8,1.5) 1.1 (0.9,1.5)
rarely/never 1.0 - 1.0 -
surrogates daily 10.8 (6.2,18.7) 26.0 (12.4,54.6)
weekly 3.7 (2.3,6.1) 53 (3.1,9.1)
monthly 23 (1.4,3.8) 24 (1.5,4.1)
rarely/never 1.0 - 1.0 -

ORs adjusted for age group, smoking status, education level, employment status, marital status, car
ownership
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9.4 Discussion

In this chapter, an evaluation of the impact of the use of proxies in a case control
study of premature mortality was conducted. Having demonstrated that proxies
provide reasonably valid responses to certain classes of question, and that spouses
may be more valid respondents than other proxy types, it was of particular interest to
investigate the consequences of these findings by addressing two questions: firstly,
does it make any difference to measures of effect obtained by a case-control study of
examining the effect of alcohol consumption on mortality if proxy data is used
instead of self-reports? and secondly, does restricting to those specific proxy types
expected to provide more valid data have any further impact?

Does the use of proxy-reported data make any difference to study findings?

The odds ratios obtained using self-reported data tended to be inflated relative to
those obtained using proxy-reported data, especially in the most extreme response
categories and for surrogate and wine consumption. This reflects the tendency for
controls to underestimate their own alcohol consumption relative to their proxies.
This is in accordance with the findings of Chapter 7 which assessed index-proxy
agreement for a range of questions about alcohol consumption as well as other

exposures.

A case-control study exploring alcohol-related determinants of mortality using proxy
respondents for controls draws more conservative conclusions than using index
respondents. The practical implications of this are interesting: the use of proxy
respondents does not appear to result in an overestimation of effect when exploring
alcohol consumption as a primary exposure of mortality. However, it is important to
note that although the estimate of this context-specific main effect measure errs in
the direction of conservatism, if these data were used to estimate population
prevalences of alcohol consumption, the result would be a substantial overestimate,
and the use of proxy responses about exposures for which the proxy underestimated
with respect to the index would result in a relative over-estimate of the measure of
effect.
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The impact of systematic and random misclassification of responses

All respondents are supplying answers to questions which are attempting to measure
an actual underlying behaviour. There is almost certainly random and non-random
misclassification with respect to this behaviour among all types of respondent which

will have affected the measures of effect obtained.

Initially considering controls and their proxies, it is not possible to confidently
deduce which type of respondent tends to report most accurately with respect to this
underlying behaviour. However, results from Chapter 7 and those presented in this
chapter indicate that, apart from a few exceptions, there is a general tendency for
control proxies to report systematically higher alcohol consumption than the controls
themselves. This suggests that for either proxies, indexes or both, there is non-
random misclassification relative to the actual underlying behaviour. It cannot be
ruled out that proxies are reporting more accurately with respect to this underlying
behaviour, and the indexes are underestimating. In this scenario, the OR obtained
when using proxy respondents are closer in magnitude to the real — unknown — value
and the ORs obtained using index data are overestimates. The converse may also be
true, i.e. proxies may be systematically overestimating alcohol consumption relative
to valid self-reports, in which case the ORs obtained when using proxy respondents
are an underestimate of the real value and those obtained using index data are more
valid.

Misclassification among case proxies is also relevant in consideration of the impact
on measures of effect obtained. If the extent of systematic misclassification among
case proxies is similar to that among control proxies, then the overall measure of
effect will be valid, despite invalid prevalence estimates within each groups. If the
magnitude of systematic misclassification tends towards greater over-reporting of
alcohol consumption among case proxies than control proxies, then the resulting OR
will be increased. If the magnitude of misclassification is less among case proxies,
the OR will be diminished. It is also conceivable that case proxies and control
proxies systematically misclassify in opposite directions, in which case the resulting
measure of effect would be more dramatically attenuated (if control proxies over-
report and case proxies under-report) or increased (the opposite situation). In the
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absence of an index against which to compare case proxy reports, it is not possible to

ascertain the extent or direction of systematic misclassification among case proxies.

Finally, random misclassification is likely to occur to some extent among all types of
respondent, in particular where index-proxy agreement is weak and no general
tendency is observed in terms of control proxies over- or under-reporting relative to

indexes. This will have had the effect of attenuating the ORs obtained.

Is there any further effect when restricting to proxies of specific types?

There is little statistical evidence to suggest that the absolute magnitude of odds
ratios obtained using proxy-reported data is affected by restriction to the subsets
which contain proxies who should be better able to validly report with respect to the
index (those in which the proxy is the index’s spouse; those in which the proxy
reports ‘very good’ or ‘extremely good’ knowledge of the index). There is, however,
a tendency for slight attenuation of effects when restricting to households in which

the proxy is the spouse, and a tendency for a decrease in precision.

The fact that the estimated odds ratios observed when using self-reported data are
higher when using the restricted samples then when considering all households
supports the previous supposition that there may be an intrinsic difference in the
behaviour of indexes in those households where there is a spouse. The behaviour of
these indexes would plausibly be less extreme in terms of alcohol consumption,
which would lead to decreased precision in the estimates due to exclusion of many
of the most extreme observations, which is indeed observed in the wider confidence
intervals for subset 4 (spouses only). Additionally, however, if the tendency for
indexes whose proxy is not their spouse to have more extreme behaviour is
particularly true of cases, this would result in a weaker association between alcohol
consumption and mortality. In other words, these findings are not only reflective of
the extent to which proxies under-report index alcohol consumption, but also of the
fact that index behaviour among men who have, for example, a spouse may be more
moderate than men who do not.

The hypothesis that men with spouses behave in less extreme ways than men without
spouses is supported by examination of the pattern of surrogate consumption,
whereby there is a strong association between daily consumption and marital status
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(18% of cases with a spouse as proxy reported to drink surrogates daily compared
with 30% of cases without a spouse as proxy; 1% of controls with a spouse as proxy
reported to drink surrogates daily compared with 4% of controls without a spouse as
proxy). By restricting to households in which there is a spouse, the heaviest drinkers
(i.e. the group most at risk) among cases (and controls) are excluded. Whilst it is
therefore tempting to draw conclusions about the advantages of using spouses as
proxies, the above explanation makes the above findings difficult to interpret: the
attenuated odds ratios may simply be the result of the association between drinking
behaviour and marital status. This is illustrated by comparison of the measures of
effect obtained for surrogate consumption when using proxy respondents in the three
types of household examined. The effect of daily surrogate consumption collapses
when using proxy data from households where the proxy is the spouse, compared

with other types of household (Figure 9.4).

Figure 9.4  Mortality adjusted odds ratios and 95% confidence intervals for
frequency of surrogate drinking in different types of household
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Concluding comments

The general tendency observed when carrying out these analyses was for odds ratios
to follow similar trends whether obtained using control or control proxy data, and
whether examining households in which spouses were proxies, where proxies
reported ‘very good’ or ‘extremely good’ knowledge of the index, or all households
in this dataset. Despite some clear differences in point estimates observed for
mortality adjusted odds ratios when comparing proxy- and self-reported data for
controls in the same households, large and overlapping confidence intervals mean the
actual magnitude of the effect on ORs obtained when using proxies as respondents is

unclear, except when examining the most extreme aspects of surrogate consumption.

The diminished differential between ORs obtained using self- versus proxy-reported
data in households in which the proxy is the spouse could be interpreted as evidence
that, spouses are preferable informants. However, to reiterate earlier discussion
regarding this issue, this finding may plausibly be a reflection of characteristics of
indexes who have a spouse, rather than any superior ability of the spouse themselves
to validly report index behaviour. At odds with the literature consensus (Chapter 1)
the decision to carry out data collection using only spouses should be undertaken
with caution: restriction of analyses to households comprising only men who have a

spouse carries the additional consequence of limiting generalisability to a specific
sector of the population: men who have spouses.

It is reassuring that when the unrestricted sample of households was examined, the
magnitude of the difference in odds ratios obtained using proxy and index control
data was attenuated rather than increased, leading to a more conservative estimate of
the measure of effect. This scenario, in which fewest restrictions are made regarding
respondent selection, is arguably the most useful for the majority of research
situations: it is not always possible to obtain the preferred proxy, and attempting to
do so is associated with a reduction in sample size and therefore precision. These
results indicate that the inclusion of all proxies actually appears to dilute the extent of
differential misclassification of alcohol exposures, resulting in estimates of odds
ratios approaching those obtained when using self-reported data. These findings
suggest that proxies identified according to a protocol designed to select the best
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available proxy may therefore be used with confidence in case control studies
examining the effect of alcohol as a primary exposure, and more widely provided

care is taken to deduce in which direction estimates will be affected.
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Chapter 10 Discussion

The overarching motivation of the research presented in this thesis has been to assess
whether one can use proxies instead of indexes as a source of valid information about
the characteristics and behaviours of index subjects. The empirical work has
necessarily been within a specific context: that is a population-based case-control
study of premature mortality among men in Russia. Nevertheless a number of
important and, in some instances, unexpected findings have emerged that are of
general relevance to any epidemiological investigation in which proxies may be
used. Extensive comparison of information provided by proxies relative to external
data, indexes (in the case of controls) and other proxies has led to the conclusion that

in general proxies provide acceptably valid responses to certain classes of question.

The aims of this thesis can be expressed in terms of a number of questions pertaining
to the use of proxies in research settings where the index is not available have been
addressed. Firstly, does it matter who we ask? i.e. are characteristics of the proxy, or
attributes of the index-proxy relationship important factors affecting the validity of
proxy responses. Secondly, do certain questions elicit better proxy validity than
others? Thirdly, what is the validity of proxy-derived data on alcohol consumption
and its markers? Finally, what effect does the use of proxy responses in place of
index data have on the results of the Izhevsk Family case-control study? These

questions are considered in detail in the following discussion.

Does it matter who we ask?

The questionnaire collected proxy-reported information about attributes of the index-
proxy relationship. These were whether the index and proxy had cohabited for at
least 5 years, whether the proxy had ‘very good’ or ‘extremely good’ knowledge of
the index, whether there was daily index-proxy contact, and the formal relationship
of the proxy to the index, i.e. spouse, parent etc. One might expect that proxies who
had the most regular, intimate knowledge of indexes would provide the most valid
information about their characteristics and behaviour. This was not demonstrated:
examination of proxy responses with respect to external data and index data provided
little evidence to suggest that this was, in fact, the case. The validity of reporting
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being registered disabled or having been in prison by comparison with the relevant
external data was hardly affected within either case or control households. One could
argue that this particular finding is not surprising, since these are objective and
observable measures and therefore comparatively easy for anyone sharing a
household with the index to be able to accurately report. However, analyses,
presented in Chapter 7, assessing validity of proxies of these different types relative
to indexes over a wide range of questions about alcohol-related behaviour, tobacco
use, socioeconomic factors and health predominantly failed to indicate any detectable

difference.

Of interest, and in contrast with this general result, the finding that spouses may
provide more valid responses than other proxies emerged several times in the
analyses conducted. This is expected given that an index’s spouse would be best
informed about his behaviour, characteristics and health compared with other
household members, and is consistent with the literature that also suggests that

spouses are preferable informants®®'*?**), as described in Chapter 1.

However, further analyses reported in the thesis (Chapter 8 and Chapter 9) have
raised an alternative explanation for this finding. Among households in which an
interview was carried out with the spouse, the index and the next best available
proxy, index-proxy agreement was found to be similar for both proxy types.
Although based on relatively small numbers, this apparently contradictory result
might be because the behaviours of index subjects in households where a spouse was
interviewed might be different to those without a spouse or where the spouse refused
to be a proxy. These differences in behaviours may themselves be related to the
validity of information collected by any proxy informant regardless of informant type
per se. Indexes in households where the index has no spouse, either having never
married or found a partner, or having lost their spouse through separation or death
may have particularly unpredictable behaviours, or be socially or psychologically
more isolated, or perhaps evasive, secretive or deceitful in a way that mitigates
against valid proxy reporting, particularly of potentially sensitive behaviours such as
those, for example, describing or associated with alcohol consumption. In other

words, it is attributes of the index (related to whether or not he has a spouse), rather
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than attributes of the proxy (i.e. whether or not the proxy is the index’s spouse) that

may contribute to the higher apparent validity of using spouses as proxy informants.

Thus it is suggested that it is attributes of the index, rather than the proxy, that are
more important in influencing the validity of proxy responses obtained. Investigation
of the most obvious index attribute, the fact of death, provided support for this
supposition. Since there was no index data for cases, it was not possible to assess
directly how far the agreement of control proxies and controls compared with the
agreement between case proxies and cases. Inferences were therefore drawn using
two indirect methods. External data provided one possible set of comparative
standards, and a second approach was to compare within-household proxy-proxy

agreement in case versus control households.

Results indicated firstly that associations between proxy data and external data
differed between case and control households. Secondly, there was some evidence to
suggest that proxies within case households tended to agree more closely with one
another than proxies within control households. These differences in associations are
likely to be due, to some extent, to recall bias associated with the fact of death.
However, beyond the differences in case-control reporting attributable to such bias, it
is likely that these differences are also attributable in part to different underlying
behaviours along with the supposition that proxy respondents are able to provide
more valid responses to more easily observable questions. Many of the questions
asked here relate to exposures associated with mortality, and consequently cases, by
definition, tend to exhibit more extreme and, probably, more observable behaviours.
Therefore, by comparing case proxies and control proxies, there is a degree of
stratification on behaviours which enable proxies to provide more valid responses.
For example, for alcohol in particular, cases tended towards heavier use than
controls, thereby complicating the interpretation of differences when comparing case
and control households for the reasons just described. In other words, it is not the fact
of death which is important, but instead, the fact that questions examining mortality-
related behaviours are more or less easily classified by proxy respondents according
to the case/control status of the index.

In this thesis it has not been possible to separate out these explanations for the
differences between case and control reporting of index behaviour. However,
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regardless of the driving factors, it is reassuring for the overall research agenda that

the magnitude of these differences tended to be small.

Do certain questions elicit increased validity in proxy responses?

It is both a strength and a weakness of this research that great efforts were made to
design questionnaires that would elicit the most valid proxy responses possible,
based on what had been learned from the literature at the inception of the Izhevsk
Family Study. Questions were designed to ask about observable characteristics or
behaviours, avoid detailed, subjective or sensitive topics, and to be observable by the
proxy wherever possible. It is assumed that this has increased proxy validity and
benefited the study. However, from the perspective of the sort of methodological
investigation conducted in this thesis, this has resulted in a reduced scope for
exploration of the effect of style and content of questions on proxy validity.
Nonetheless, variability in response validity did arise, and it was possible to make

comparisons between the responses elicited by different types of questions.

A range of questions was examined, and variation in the extent of index-proxy
agreement was observed. In general, this was easily understandable in terms of the
style and form of questions being assessed. Where increased detail or subjectivity
was introduced into  questions, agreement markedly fell, as
expected@6210.14.15.1722242321.988) Eor example, question L33 (‘Does he currently
drink more, less or about the same as one year ago?’), L21 (‘How often does he fail
to fulfil his family or personal obligations due to drinking alcohol?’) and L14 (‘What
is the maximum quantity of spirits ever drunk on one occasion?) consistently elicited
low index-proxy agreement and these same questions tended to exhibit poor proxy-
proxy agreement in both case and control households where two proxies were
interviewed. Conversely, questions which asked about behaviours or characteristics
which were easy for the proxy to observe and avoided detailed responses and
sensitive subjects, much greater validity was observed. For example, L25 (‘Has he
had one or more episodes of zapoi in the past year?) and L36 (‘Has he ever had help
of advice from a doctor, narcologist, social worker or some other professional for an
alcohol problem?’) had high index-proxy and proxy-proxy agreement, and a range of
questions asking about tobacco use and socioeconomic factors elicited particularly
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valid responses, for example question M1 (‘Is he a current smoker?), E15 (‘What is
his marital status?’) and F3 (‘Is he in regular paid employment?’). These findings
support the view that easily-observable, non-subjective behaviours are reported most

validly by proxy respondents.

What can we learn about alcohol?

Alcohol use was of particular interest in the Izhevsk Family Study, and was the main
focus of the analyses presented in this thesis. Whilst this exposure is of particular
interest in the Russian context, it is also of general research interest, included as a
main exposure or a confounder in a large number of health- and disease-related

studies.

Earlier analyses in this thesis have shown that proxies tend to overestimate alcohol-
related behaviour of the index relative to the index himself (Chapter 7). For example,
proxies report more frequent index consumption of beer, wine and surrogates
(questions L1, L2 and L4), and greater frequency with of the index getting
excessively drunk (L17), having a hangover (L19) and drinking alcohol before noon
(L18) than the index himself. Given the sensitive nature of alcohol-related exposures
in this (and other) context(s), it is most likely that the disagreement arises due to a
tendency for self-reports to underestimate actual amount consumed, or frequency of
alcohol-related behaviours. For a small number of questions the converse was
observed. These questions tended to ask about quantity of beverages consumed. It is
difficult to speculate why this trend arose. It may be that when questions ask about
particularly detailed aspects of behaviour, proxies responses rely on a greater degree
of speculation than fact, and in this instance, choose to err on the side of caution in
order to portray the index in a favourable light. It is of note, however, that the
magnitude of these differences tended to be small and non-significant.

Despite the observed tendency for proxies to over-report alcohol-related behaviours
relative to the index, there was little observable difference between index and proxy
reports of the question regarding whether the index had received any professional
help or advice for an alcohol problem in the past year (L36), and Narcology
Dispensary registration. This apparent paradox is clarified to an extent by
consideration of the questions concerned. Many of the questionnaire items asking
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about alcohol-related behaviours include multiple response categories intended to
capture the possible range of index behaviours, permitting substantial variability in
responses and, therefore, the possibility of comparative over- or under-estimate by
different informants. Conversely, question L36 asks about the occurrence of a
defined event (or events), and the response is binary; this provides far more limited

scope for variation in responses. Thus, the impact of question form on proxy validity

is, once again, suggested.

The factors driving directionality in responses are complex and may plausibly act in
either direction: whether the proxy is overestimating the true amount, or the index is
underestimating is unclear, and there are well-documented issues associated with

using self-report as a gold standard for alcohol questions®-*03137),

Does the use of proxy respondents affect the results of a case-control study?

Based on first principles of study design, one would not attempt to conduct a case-
control study in which one only collected and analysed proxy data from cases, and
index data from controls. Nevertheless, the results presented in Chapter 9
demonstrate the potential scale of the bias in calculated measures of effect arising
when comparing such disparate data sources: it is clear that the odds ratios (for
alcohol questions) obtained using proxy data for both groups, and proxy data for
cases with index data for controls, differ by a considerable amount. This is a
reflection of the fact that indexes (controls) reported a lower frequency of alcohol
consumption than control proxies. It is not possible to evaluate what the odds ratios
for each analysis would be if case index data were available. However, it is possible
to speculate that, on the basis of the modest magnitude in case/control proxy
reporting bias observed in Chapter 8, one might anticipate the odds ratios observed
when proxy data are used for both groups to approach those obtained if self-report
data were uniformly used. It is, however, an impossibility to evaluate the true extent
of bias in retrospective responses obtained from proxies due to the fact of death.

The literature review presented at the beginning of this thesis (Chapter 1) and results
of Chapter 6 suggested that spouses may be more valid proxies, and therefore should
be preferentially used®:6:192933) However, as already discussed above, there is an
alternative interpretation: it is underlying behaviours of the index, which differ
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according to whether they have a spouse, which affect the ease with which proxies
are able to observe, and therefore to validly respond to related questions. That is to
say, analysis of only those cases and controls who have spouses is effectively
research conducted on an altered study population, which comprises men who
exhibit less extreme drinking behaviour. This notion is supported by the lower
mortality odds ratios obtained when using spouses as proxies, particularly for more

extreme categories of alcohol consumption.

Strengths and weaknesses

The analyses conducted in this thesis are based on a study which has considerable
strengths in terms of its design and execution. As previously described in detail, the
data includes a range of interview data specifically collected with these analyses in
mind. The data includes, unusually, interviews with a population sample of controls,
as well as the core interviews for control and case proxies. These data were used to
examine the quality of data obtained from proxy respondents in an unselected
population by comparison with index data. An additional proxy interview was
undertaken in a subset of case and control household, allowing evaluation of
different types of proxies whilst holding the index and corresponding confounding
factors constant. Independent, objective data on Narcology Dispensary registration,
Police records and Social Security were also collected, against which proxy and

index responses could be compared.

A number of limitations must be considered when addressing the issue of proxy
validity using these data. The most obvious and perhaps important limitation is the
issue of generalisability: it is essential to keep in mind the setting in which these data
were collected and to avoid inappropriate extrapolation of findings. The Izhevsk
Family Study was conducted in a specific context: all subjects were residents of a
typical, medium sized Russian town on the western side of the Urals, Russia, whose
cultural practices and attitudes are not necessarily relevant elsewhere. Most
pertinently, the study was primarily concerned with a specific range of exposures -
alcohol consumption and associated behaviours - which are particularly extreme in
their expression in the Russian context. Average alcohol consumption is believed to
be higher in Russia than in most other countries, and cultural attitudes to this and to
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the other exposures examined may differ to an extent that affects the validity with
which they are reported by any informant. The conclusion to be drawn from this is
that an understanding of the perceptions and attitudes to context-specific exposures,
and the way in which these affect reporting, is essential in the design of studies

incorporating proxy, or index, respondents.

One distinct limiting factor relates to the type of respondents examined. The proxy
respondents used in the Izhevsk Family Study were selected based on a protocol
which was developed specifically in order to identify what was believed to be the
best available proxy from every household. It was therefore not possible to explore
the full extent of the effect of proxy type on response validity. Conclusions drawn
here about the effect of specific proxy characteristics on validity cannot necessarily
be generalised to study settings which do not use the same respondent selection

criteria.

A further consideration is the assumption of the validity of self-reports as a
comparative standard against which to evaluate the validity of proxy responses.
Although index respondents are generally used in preference to proxies when
available and, in the light of this convention, this thesis is specifically examining the
impact of using proxy reports, it is recognised that self-reports are not necessarily
completely valid sources. In the absence of a definitive ‘gold standard’, there is no
way of qualifying this“>*?. In fact, what is known is that validity of self-reports
themselves is dependent on a wide range of factors including question content, the
interview setting, the respondents themselves, how information is elicited and the

interview context®®?,

The exclusion of a proportion of interviews was intended to decrease bias affecting
the evaluation of validity of proxy responses. However, the resulting decrease in
precision is a disadvantage of such exclusions, and further directs generalisability
away from a ‘real world’ setting in which interruptions to interviews, for example,
are likely. Conclusions drawn about the impact of using proxy respondents can only
be confidently generalised to any study setting comprising the same type of subjects.
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Concluding comments

Taking the research agenda forward, it would be useful to investigate the absolute
impact of using the protocols employed by the Izhevsk Family study on the validity
of proxy responses. The analyses conducted here were not able to evaluate proxy
validity for many questions commonly used in observational research: as discussed
earlier, questions included in the study were specifically designed with proxy
respondents in mind, and therefore the full range of variation in responses according
to question content and style was not addressed. Neither were the analyses able to
evaluate the use of proxies who did not meet the selection criteria employed in this
study. Further research could be conducted to address both these areas. To test and
refine the proxy selection protocol employed here is perhaps an unrealistic research
agenda, since any study would suffer from deliberate inclusion of proxies judged to
provide information that was inferior to that potentially obtainable. However, it
would be possible to design a dedicated study to address this issue, which explicitly
collected interview data from multiple proxies within households, in sufficient
numbers to compare the validity of reporting by spouses compared with other proxy
types. Since real life research settings are likely to result in a number of interviews
which are interrupted, and it is not always desirable, or possible, to exclude these
data, it would also be of particular interest to investigate the validity of responses
obtained from interviews which are not conducted according to the protocol

employed here.

It would be rash to suggest, based on the evidence here, that households where there
is no spouse are not appropriate for proxy-related information gathering, although
this is intimated by the tentative findings presented. It appears that spouses are
reasonable respondents where exposures are not related to marital status, and may
actually be the most valid respondents for some questions. However, restriction to
study populations comprising only indexes who have a spouse may be misguided: in
particular, where study exposures or outcomes are correlated with marital status, the
consequences may be detrimental, as the observed effect will be attenuated by
investigation of this restricted study population. The research implications of this are
significant: a trade-off in proxy validity against generalisability of findings must be
considered in the design of any study which depends upon proxy respondents.
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It is recommended that future studies of this type collect external data. Midanik
suggests that external data sources are appropriate benchmarks in certain contexts,
such as when attempting to validate events such as arrests related to drinking, and

hospitalisations(5 3

and these data sources have been used here to demonstrate the
validity of proxy responses relative to control (index) responses for a number of
questions. Future studies may find it useful to collect such data: even if no explicit
methodological objective is addressed, these data provide a persuasive source of

information, whether analysed in isolation or in combination with interview data.

In conclusion, it is reasonable for observational studies to use proxies in obtaining
data where an index is unavailable at least for most of the exposures considered in
this thesis. The analyses here confirm and reinforce some assertions present in the
literature regarding proxy validity, and are able to draw specific conclusions
regarding the importance of question design and content, the lack of impact of proxy
characteristics and the importance of index attributes. With the above caveats in
mind, the key message is that it is possible to conduct research with confidence,

albeit with caution, when proxies are the only available respondents.
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11 Protocol for interviewers: the selection of an appropriate
respondent

Knock on door.

If no answer: return up to 3 times to the same address and begin again with point 1
If someone answers the door: go to point 2

Say: ‘I am a researcher from the Izhevsk Technical University and Izhevsk Medical
Academy. We are conducting a study which aims to discover the reasons for the
poor health and very high risk of dying among working-age men in 1zhevsk. We
have selected your household because we believe X is/was part of this household.
Is this correct?’

If yes: go to point 4
If no: go to point 3
Say: ‘Do you know the address of X?’

If yes: go to that address and begin again at point 1
If no: abandon interview and report to office
Say: ‘How many people here lived/ have lived with X throughout the last 6 months.’

If nobody: go to point 5
If one person: use this person

If more than one person: instruction to interviewer: complete the table people and select
the person highest on the list who answers ‘yes'. If nobody answers yes, pick the highest
person on the list available

Say: ‘Is there anyone living here (control) /who was living with X at the time of
death (case) who knows/knew the index well enough to be able to answer
questions about his circumstances and behaviour?”

If nobody: go to point 6
If one person: use this person

If more than one person: interviewer: select the best person according to your judgment.
Say: ‘Is this because X has recently moved?’

If yes: ask for the new address; go to the new address and then begin again at point 1
If no address is available: abandon interview and report to office
If no: abandon interview and report to office
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Relationship to index Do they live with the index? (Y/N) f::::,“::z:;::'fi :"Y"l:y “’:::“' ‘”:"' "')'
4 pre us column

Wife

Sister 1 (over 18)
Sister 2 (over 18)
Sister 3 (over 18)
Mother

Brother 1 (over 18)
Brother 2 (over 18)
Brother 3 (over 18)
Father

Child 1 (over 18)
Child 2 (over 18)
Child 3 (over 18)
Other (over 18)

* The phrase ‘day to day contact’ is a colloquial phrase. The phrase does not ask whether the respondent

every single day over the last 6 months or other period. It is actually a very subjective question intended tommm
mewnmtmmemdargmﬂyhadmﬂnheinduismfﬁcientﬁxﬂuemtonpoﬂonlheindox‘sobwvublebehvhmmd
characteristics. The transiation into Russian should capture this concept.
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Figure 1 Flow chart of respondent selection: case proxy

To person who answers
door:ls this the usual

address of the deceased?
YES
/ No
Question to per§on wtgo answers door: this is a mse'-contrgl study... Request usual
we would like to interview one of the deceased’s relations pm

Does his ‘X’ live here? (use priority

proxies, going through from beginning.
E.g.wife, then mother, daughter, sibling, son)

list of Go to usual

address

the last 3 months?

Return on different
occasion, until most
suitable proxy is found in.

Choose next most

Was he/she living at suitable proxy
this address throughout M

Is he/she in?

NO

Obtain verbal consent
from proxy

YES]

Proceed with
questionnaire

Figure 2 Flow chart of respondent selection: control and control proxy

To person who answers door: Is this
the usual address of the control?

Question to control. this is a case-control study:
we would like to interview you (X) and a relation.

Obtain verbal consent from X

!

Question to person who answers door: this is a
case-control study: we would like to interview X Go to usual
and a relation. address
v

Does his ‘X’ live here? (use priority list of

Does your ‘X' live here? (use priority list of E'omwo mwﬁﬁ um: b:mr::\im )
proxies, going through from beginning. mother, A g
E.g.wife, then mother, daughter, sibling, son) ‘Yy N‘
vES Was he/she living at -
this address throughout NO cmeu‘;‘“ most
Was he/she living at | NO | Choose next most the last 3 months? proxy
this address throughout SBabts poy
the last 3 months?

res
n?__| No,{Gol
Retum on a different L el bl j

occasion (up to 3 times). WES

Obtain verbal consent | _NO

IVES Return at that

from proxy

YES

I:Prooeed with simultaneous questionnaires |

| Is there a time you will both be in? |-~ time and go

lNO back to

Proceed with proxy questionnaire; retum
later to attempt to interview control
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1.2 Subject information sheet (case proxy)

Izhevsk family health study
What is the study about ?

This study is to discover the reasons for the poor health and very high risk of dying among
working-age men in Urdmurtia. This is being done by interviewing family and friends of
men aged between 25 and 54 years in Izhevsk to find out more about their family and social
situation. By comparing the circumstances of men who have died with the circumstances of
those who have survived we will be able to find factors that may cause these premature
deaths and so help prevent such tragedies in the future.

What are you being asked to do ?

We would like to interview you to help us find out more about the factors that cause these
premature deaths in Urdmurtia. In the interview you will be asked some questions about your
own life and habits and questions about the life and habits of a male member of your
household. The interview will take approximately one hour.

Why should you take part ?

Doctors and scientists are still unclear about why men in Urdmurt, and Russia as a whole,
have such poor health. This study is important because it will help provide essential
information to citizens and the government about steps that can be taken to improve health
and reduce mortality. Your decision to take part should be entirely voluntary. If you do not
wish to take part this will not affect your access to or standard of medical care in any way.

What information will be collected ?

The interviewer will ask you questions about you and the life and habits of the male
members of your family and close friends. The questions we will ask about you will include
your age and relationship to the other family members (that is are you wife, mother, son,
daughter etc. or friend). Questions will also be asked about men in your family including
their age, physical health, use of health services, education and employment history, quality
of family and social relationships, physical exercise, alcohol drinking and smoking habits.

Will this information be kept confidential ?

The information collected in the study will be used only for the purposes of scientific
analysis. It will be kept secure by researchers at the Izhevsk Medical Academy. No
information that will enable you or your family members or friends to be identified will be
given to any agencies, government departments or individuals. Scientific analyses will be
based on anonymous data only. Names and addresses will be removed from the data before
analysing them.

Who is doing the study ?

The study is being undertaken by the Izhevsk Medical Academy and the Technical
University of Izhevsk in collaboration with researchers from the United Kingdom and

Germany. The study has the full support of the government of the Udmurt Republic and the
local administration of the city of Izhevsk.

Further information
If you would like to find out more about this study please ring XXXXXX on Tel :
XXXXXXXX.
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Appendix 2

Description of questionnaire survey fieldwork
procedures (April 2004)

by Lyudmilla Saburova
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Summary

1. Work with lists of subjects

Preparation of fieldwork (checking of addresses, locating addresses on the map,
deletion of non-existent addresses, distribution of addresses to interviewers).
Monitoring of fieldwork (marking process indicators on lists, checking that lists
correspond with the navigation sheet data and interview database).

2. Preparation of interviewers (selection, training)
3. Instructions for interviewers

4. Management of interviewers

This consists of two control processes — control of conduct of the interview, and
control of interview completion.

Conducting of interview control - phone questioning, repeat visits

Interview completion control — before entry and after checking of logical mistakes.

5. Fieldwork management

Distribution of addresses, questionnaires, accompanying documents (information
sheet, navigation sheet, proxy-selection protocol), respondent fee. Receipt of
completed questionnaires and accompanying documents (proxy-selection protocol,
navigation sheet). Changing selection (replacement of the addresses that were not
found, the addresses where the interviews were not carried out).

Preparation of questionnaires for data entry.

6. Reporting of fieldwork.

234



THE DESCRIPTION OF THE PROCEDURES

1. Work with lists of cases and controls ( described in EA
instruction).

2. Proparation of interviewers

2.1  Selection criteria
age between 30-55; at least 1 year’s work experience as an interviewer; reference
from previous employer.
2.2 Training
Necessary information
o knowledge of objectives and the main tasks of research,

¢ knowledge of main terminology (case, control, proxy, main group, control
group),

o knowledge of techniques and the main procedures of fieldwork,

o knowledge of respondents’ rights, ethic standards,

¢ knowledge of safety measures
Necessary skills

e contacting potential respondent and members of his family,

¢ selection of suitable respondent,

e correct completion of the questionnaire and accompanying documents.
Training techniques

During the preliminary talk interviewers are informed of objectives, tasks, research
structure and general information on techniques.

Two methods of training are employed

Training in how to contact a respondent and selection of a suitable respondent — they
think through the variety of possible respondent reactions to interviewer ‘s visit.
They learn specific skills to help elicit respondent’s agreement; to react to individual
peculiarities of the respondent’s character (fear of opening the door, anger, doubts,
lack of time). Training is carried out by a manager or a supervisor.

Questionnaire completion training comprises a practice interview with a pretend
respondent. Interviewers develop skills of good navigation through the questionnaire
(correct use of skips, answering all appropriate questions), questions and question
response reading (where necessary). Special attention is paid to training interviewer
not to give his own interpretation to questions, not to comment on answer categories,
and not to change respondents’ words in open responses. Interviewers interview each
other, a supervisor or a manager in role plays.
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3. Interviewers instructions

3.1 Selection of respondents

In contrast to many other surveys, for this research particular men are chosen as
subjects, and cannot be replaced by other men that fulfill similar conditions: i.e. the
interviewers are provided with the address, first name, last name, patronymic name
and personal identification number of a subject.

If the subject didn’t or doesn’t live at that address, it is necessary to find out the
correct address. If the correct address cannot be identified, this subject is excluded
from the survey. If a case or control lived or lives alone, the interview is not carried
out. If a subject did not have or does not have his own family, but lived or lives with
another family (tenants, neighbours in a dormitory or communal apartment), it is
necessary to find out whether the man communicated or communicates with them,
whether they know the man, and whether they know about the details of his life
during the past year. If they do not fulfill these criteria, the interview should not be
carried out. If they do, then the interview may be done.

If the subject is a case (dead), then we interview someone close to that subject, a
proxy. If the subject is a control (alive), we interview a proxy and the man
themselves, and these two interviews should be done simultaneously. It is necessary
to select a proxy that is knowledgeable on the details of the subject’s life during the
past year. To select the best possible proxy, the interviewers should follow the proxy
selection protocol, where everything is described step by step. The proxy selection
protocol is distributed to interviewers with other subject details, and is returned,
completed, with the questionnaire to the fieldwork manager.

3.2 Interview sequence
Preliminary contact with respondent
Preliminary contact addresses the following issues:

o making contact in person (interviewer) and an opportunity to explain the
purpose of the visit

e verification of address and personal identification of case/control

e selection of proxy

e provision of necessary information about the research: its objectives, tasks,
anonymity guarantee, type of questions to be asked. The interviewer reads the
information sheet to the respondent, or the respondent reads it themselves, as
they wish. The information sheet is left with the family, except if the
respondent objects to this. The interviewer points out the phone number in the
information sheet which the respondents may call if they require any
additional project information.

e opportunity to motivate the respondent to participate. The interviewer should
emphasise that hundreds of families in Izhevsk have already taken part in the
project, and the results of the research will inform important policy decision-
making on family health problems, and that information received from every
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famil)_' is very irr}portant for the project. If it is evident that the family income
level is low, the interviewer can offer a financial incentive for participation.

e obtain agreement of respondent to participate. After the respondent has
received all information on the research, the interviewer should ask him/her

once again whether he agrees to participate. If yes, the interviewer marks this
agreement on the questionnaire title page.

Interview location

The interview should be carried out wherever it is convenient for the respondent (at
home, at the workplace, in a public place), provided the necessary confidentiality is
observed. If possible, the location should also be convenient to the interviewer. It is
important that no other people are present during the interview (other family
members, neighbors, colleagues). If the control is being interviewed, the control
proxy must not be in the same room and vice versa. The interviewer should ask the
respondent to find a place where they can be alone. Its important to conform that
members of the respondent’s family cannot hear his/her answers, including when the
interview is carried out in a separate room. The interviewer should record all
circumstances affecting the privacy of the interview in the last section of the
questionnaire.

Timing of the interview

The interview may be carried out at any time convenient to the respondent. It is
important that the timing of the interview corresponds to general ethical standards:
i.e. interviews should not take place earlier than 10 a.m. or later than 9 p.m., except
for repeated visits when the time is arranged beforehand. The during of the interview
is 25 to 40 minutes. The interviewer should not take large breaks during the
interview (breaks that are more than 30 minutes). Additionally, the interviewer
should not leave the interview location before the interview is over. The interviewer
must mention all breaks, their causes and duration in the last section of the
questionnaire.

The interview process

Two respondents in the control’s family should be interviewed. Only if it is
impossible to interview both the control and a proxy, should only one of them be
interviewed. The following situations may arise that result in only one interview
being conducted:

o one of them is absent or will be absent for a long time,
o one of them refuses to participate in the project,

o the interviewing of one of them is impossible due to other reasons (physical
disability, mental disease).

NB - it is necessary to determine whether all the members of the control’s family
were identified through the selection protocol and there is no one available to be
interviewed.

If the control strongly objects to the interview of a proxy, then the proxy should not
be interviewed. When. both a control and control proxy are interviewed, it is
necessary that they are interviewed simultaneously (when there are two interviewers)
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or one straight after the other without any breaks (when there is only one
interviewer). If this is impossible, then the interviewer must interview the control
proxy first, followed by the control. Only in the specific situation that a control
refuses to be interviewed at the appointed time, or is going somewhere in the
immediate near future, can the control be interviewed before his proxy.

At the end of the interview

After the completion of the interview it is necessary to thank the respondent and
offer him a predetermined financial reward. The interviewer should mention the
possibility of a repeated visit or a phone call in case additional clarifications to the
interview are found to be necessary. If the respondent agrees, the interviewer should
mark this on the interview, and should take a contact phone number (home or work).
After the interviewer has left the room where the interview took place, she/he must
complete the navigation sheet.

3.3 Completion of the navigation sheet

The navigation sheet should be completed afier each visit, irrespective of the
outcome. The following data should be entered on the navigation sheet:

¢ Subject identification number

¢ Interviewer number

e Address

e Date and time of the visit

e Visit number (to family, not address)

e Visit outcome, according to code system

e Where the result of the interview was successful: the place of the interview
and, if possible, a contact number of the respondent

e Where the result of the interview was not successful: indication that this
subject is excluded, once it is evident that there is no further point in
continuing to attempt to include him

The navigation sheet is returned to the fieldwork manager along with all other
documents. The interviewer should include all comments and remarks that arise
during the interview process on the navigation sheet. If the interviewer finds it
difficult to select one code, they should write longhand the outcome of the interview.

3.4 Completion of the questionnaire

The questioning is carried out in the form of an interview. The interviewer reads each
~ question out as it is written in the questionnaire, except where it is marked that they
should answer the question themselves (question about sex of the person). The
interviewer is required to read out all answers, except those which the respondent
easily answers without need of assistance (nationality, birthplace) and “yes/no”
questions.

Options encoded “98”and “99” are not read to the respondents. If the respondent
finds it difficult to answer or does not want to answer the question, the corresponding
option is selected by the interviewer. Questions presented as tables in the
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questionnaire are read out and completed line by line. These questions investigate
life events of the subject and his pattern of alcohol consumption. The section on the
socioeconomic situation of the family contains two questions that require
presentation of cards to the respondent which list possible answer options, to assist
the respondent in selecting all that apply (these are multiple choice questions). If the
respondent is unable to read the card themselves, the interviewer should read it out,
repeating each option several times.

Open questions should be accurately completed by the interviewer, according to the
respondent’s response. These should be legible and avoid abbreviations (except those
that are commonly used).

Instructions on which sentences should be read out, and which are only for the
interviewer, are on the second page of the questionnaire. On the same page all
instructions on how to complete the questionnaire are also found. Transition phrases,
indicated by the use of a different font defined at the beginning of the interview must
be read out by the interviewer. Additionally, it is very important to pay attention to
the instructions given with every question which indicate how many options should
be selected (one or multiple). Every interviewer must follow all the transitions in the
questionnaire for the interview to be correctly completed, and to avoid loss of
important information. Failure to do this will be regarded as failure in the completion
of the questionnaire.

During the interview, the following are not allowed:

e any attempts to help to the respondent, delivery of the question in
interviewer’s own formulation or any prompting

o interviewer’s own interpretation of respondent’s answers when they do not
correspond to the provided options. If the respondent gives a response which
the interviewer finds it difficult to identify with the provided options (in the
questions about official status or diseases), the answer of the respondent
should be written alongside the option “other” as it was said by the
respondent.

e omission of any questions if the interviewer thinks they can predict the
answer. E.g. the interviewer must not select “pension” in the question about
source of income without the respondent saying this, even if the respondent
has already mentioned that he is retired at the moment

e giving the questionnaire to the respondent to complete themselves

If any problems occur during the interview, the interviewer should contact their
manager or the supervisor, or note down all the information given by the respondent
and query how to deal with it afterward the interview.

The questionnaire is completed using a blue biro. Any corrections that arise during
the interview are made by the interviewer himself, using the same biro. Use of
correctors (e.g.. tip-ex) is not allowed.

4. Control of interviewers’ work

There are 4 levels of quality-control:
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4.1 Visual
The following is checked:

o all documentation (questionnaire, proxy-selection protocol, navigation sheet)

o compliance with all rules relating to navigation sheet and proxy-selection
protocol

e completion of the questionnaire. The questionnaire is accepted only if all
necessary questions are answered, including open questions.

Visual control is carried out by the fieldwork manager

4.2 Logical control following first data entry

This second stage of checking takes place if logical errors are identified (transitions
were not made or were made incorrectly, contradictions in answers, etc.). Logical
control is carried out by the data entry manager and ficldwork manager. Together

with the interviewer, they also carry out full contents analysis of questionnaires.
4.3 Authenticity of received data.

10% of the selected questionnaires are checked by the partial repeat questioning.
Questioning is carried out by phone, or in person if there is no phone on the home of
the respondent. The following issues are addressed:

e confirmation that the interview took place

e date of the interview

o the technique: interview or questioning

e duration of the interview

¢ use of the cards and their number

e respondent payment

o respondent’s impressions of the interview and interviewer

Additionally, the answers to 2 or 3 questions are also checked. These are usually
questions investigating objective characteristics of the respondent/subject - about
education, birth place, place of work, alcohol consumption, visits to clinic.

Addresses used for such checking are selected by the fieldwork manager. Repeat
interviews are done by experienced interviewers, provided they do not know the
name of the interviewer being checked. Some interviewers are recruited from
employees who are not participating in the project.

4.4 Additional checking

There are two additional methods of control. Firstly, all questionnaires are checked
by comparison of respondents’ dates of birth as recorded in the lists of cases and
controls, with the dates of birth recorded in the questionnaire. If any discrepancy is
found, a repeat interview is necessary. Additionally, a repeat interview is necessary if
the supervisors have any doubts in the authenticity of data recorded for some
individual or groups of questions. Additional checking is made by the fieldwork

supervisor.
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If any mistakes or falsification are identified to be due to failure by any interviewer
to comply with guidelines for interview procedures, all questionnaires conducted by
this interviewer are retrospectively checked. Wrong questionnaires are removed from
the database, and the interview is repeated if possible.
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Appendix 3

Final English version of the case proxy questionnaire

242



izhevsk Family Study
Case proxy questionnaire
Cover Sheet: to be completed by the interviewer

Subject number

Date of interview DD MM YYYY

IntervieWer firSt MAME e eeeeeaeerereeaeearees

Interviewer [asSt NAME et eseeseeeeseaneseneenes

Interviewer code

Time started

Time ended
Having read the information sheet, are you willing to be interviewed and
for the information collected to be used for the purposes of this scientific
study?

Has respondent read the  |YeS
study information sheets?

Has respondent given Yes
verbal consent?
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For office use only:

Instructions to interviewer:

All questions, unless explicitly stated otherwise, relate to circumstances or events up
until the time of death of the deceased, and NOT later.

Some questions ask about the behaviour of the deceased during the year before
death (G11, some questions in section L). For these questions, please disregard
any Itcr:\anges in behaviour that occurred in the last few months before death due to ill
health.

How to fill in this questionnaire:

» where there are numbers, circle one or more as indicated for each specific
question

o where there are lines, fill in with text

« where there are small boxes, fill in with figures and leading zeros if
(0 [1]0] necessary. E.g. ten’ would be:

Whenever you come across the deceased’ please replace it with 'your husband' or
'your son' or whatever else is most appropriate.

Different fonts will be used to help you distinguish between different types of
phrases:

Questions, to be read out to the respondent, will be written like this.
Instructions, to be read out to the respondent, will be written like this.
Instructions for you, the interviewer, will be written like this. These should not be
read out
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Questionnaire: case proxy

A1. Interviewer! Please note the sex of the respondent:
1 male
2 female

| would like to begin by asking you some questions about yourself

How old are you?

D:D years

difficult to answer
98 refuse to answer

A3. Whatis your date of birth?

DD MM YYYY
97 difficult to answer
98 refuse to answer

A4. Whatis your nationality?
Please circle the single most appropriate answer.

1 Russian
2 Urdmurt
3 Tatar

4 Other (SPECITY) ....cooveeieriiis ettt cteererrerieens crrneeseeessreesne
97 difficult to answer
98 refuse to answer

A5. Please could you tell me the region in which you were born?

Please circle the single most appropriate answer.
Izhevsk = go to A7
Other part of Udmurtia
A different oblast of Russia
A part of the former Soviet Union outside Russia
Outside the former Soviet Union
7 difficult to answer
8 refuse to answer

DO WN -

A6. Was the place you were born in an urban or a rural area?

Please circle the single most appropriate answer.
1 urban

2 rural

97 difficult to answer

98 refuse to answer
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A7. Could you tell me how long you have continuously lived in Izhevsk?

Please circle the single most appropriate answer.

less than 6 months

6 months - 1 year

more than 1 year but less than 5 years

more than 5 years but less than 10 years

over 10 years but not my whole life

since birth (excluding army and temporary periods away of up to 5 years)
7 difficult to answer
8 refuse to answer

QOO RNEWN

A8. What is your current marital status? Are you:
Please circle the single most appropriate answer.

1 Living together with a spouse in a registered marriage

2 Living together with a spouse but not in a registered marriage
3 Divorced or separated

4 Widowed

5 Never married

9

9

7 difficult to answer
8 refuse to answer

| would now like to ask about your education and occupation

A9. Whatis your level of education?

Please circle the single most appropriate answer.
incomplete secondary

complete secondary

professional school

specialised secondary

incomplete higher

higher

difficult to answer

refuse to answer

QOONLWN-=
o~
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A10. Are you currently in regular paid employment?

Please circle the single most appropriate answer.
1 yes ©—gotoAl4

2 no

97 difficult to answer

98 refuse to answer

A11. Areyou...

Please circle all answers which apply

in irregular paid work

unemployed, seeking work

student

retired, except for retirement due to invalidity =go to A13
retired due to invalidity =go to A13

unemployed, not seeking work

housewife

on matemity leave

Other (SPeCIfY) ......covveer et e v,
difficult to answer

refuse to answer

ODOOO~NOTADBDWN=

o0~

A12. What was the main reason for ceasing regular paid employment?

Please circle the single most appropriate answer.
could not find a job after finishing education
was made redundant
a temporary job ended
was fired
gave up voluntarily due to unsatisfactory work salary/work conditions
gave up work because of ill health
on matemity leave
gave up my job for other reasons (specify)
7 difficult to answer
8 refuse to answer

--------------------------------------------

OQOO~NORDWN-~

A13. How long ago did you cease regular paid employment?
Please circle the single most appropriate answer.

1 have never been in regular paid employment =go to A18

2 within the past week

3 more than 1 week but less than 1 month ago

4 more than 1 month but less than 6 months ago

5 more than 6 months but less than 1 year ago

6 over 1 year ago )

97 difficult to answer )=>go to A18
98 refuse to answer )
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| would now like to ask you some questions about your main occupation
over the past yvear

A14. What was your main occupation during the past year?
Please answer in your own words.

1

..........................................................................

97 difficult to answer
98 refuse to answer

A15. What has been your main occupational status during the past year?

Please circle the single most appropriate answer.

Senior oficial or office top manager

Manager of department of branch office
Production and operation department manager
Physical and engineering science associate professional
Life science and health associate professional
Office clerk without higher education

Skilled workeer

Unskilled worker

Entrepreneur

10 Other

97 difficult to answer

98 refuse to answer

OCONOONLWN—

Interviewer! If there are any discrepancies between the respondent’s
occupational status and education, select the response for A15 according to
occupational status. For example, a nurse with higher education is marked as
‘office clerk without higher education’, point ‘6, and a primary school teacher
with secondary special education is marked as ‘life science and health
associate professional’, point ‘5’, etc. *

A16. What type of firm or organisation have you mainly worked for during
the past year?

Please circle the single most appropriate answer.

State/local enterprise/authority

Cooperative/employee owned firm

A private company

Joint state and private ownership

Other (SPBCHY) ....ociiriiie it et cee e e eee eeennans

ABWN -~
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97 difficult to answer
98 refuse to answer

A17. In what branch of industry have you mainly worked during the past
year?

Please circle the single most appropriate answer.
civil service

education, culture and media

banks or other financial institutions
healthcare or social services

service industry

agriculture

industry, construction

transport, communications
military/police

Other (SPECIFY) «...veeeveeer e
difficult to answer

refuse to answer

CONOTODhWN -

OO =
0o ~NO

A18. Do you have any sources of income (if you are in regular paid
employment, exclude earnings from your main workplace)?

Please circle the single most appropriate answer.
1 yes

2 no )

97 difficult to answer )= go to A20.
98 refuse to answer )

A19. What are these sources of extra income?

Muttiple responses are permitted. Please circle all that apply.

Pension (any kind)

Occasional/irregular work

Social benefits (any kind)

Private enterprise

Other (SPeCIY) ......ccovveeeiiiiri i
7 difficult to answer
8 refuse to answer

QONDWUN-=

A20. Ifyou are registered disabled, how long ago were you registered?

Please circle the single most appropriate answer.

not applicable

within the last 6 months

6 months - 1 year ago

2 - 5 years ago

6-10 years ago

over 10 years ago but not your whole life
had/have always been registered disabled
difficult to answer

refuse to answer

DQONONDHWN -

o~
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| would like to ask you your views about the area you live in:

B1.

What is your view of the general state of this neighbourhood as a
place to live?

Please circle the single most appropriate answer.

OONHWN=

7
8

B2.

very good

good

fair

poor

very poor

difficult to answer
refuse to answer

Please select the phrase from the following five choices that best
describes the people in your neighbourhood.

Please circle the single most appropriate answer.

OQOONHWN-=

7
8

B3.

Everyone is friendly towards each other

Most of them are friendly towards each other
Some of them are friendly towards each other
A few of them are friendly towards each other
No one is friendly towards each other

difficult to answer

refuse to answer

With regard to level of crime, how do you see this neighbourhood?

Please circle the single most appropriate answer.

1
2
3
97
98

there is a high level of crime
there is a moderate level of crime
there is a low level of crime
difficult to answer

refuse to answer
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Now a few questions about whether you or any other member of your
household have been a victim of crime

B4. Please indicate which, if any, of the following crimes have affected
this residence or things belonging to members of the household
during the past year

Multiple responses are permitted. Please circle all that apply.

a car or other vehicle was stolen

something was stolen out of a car

a vehicle was damaged or destroyed by vandals or people out to steal
someone got into this residence without permission and stole something
someone got into this residence without permission and caused damage
someone attempted to get into this residence without permission
something was stolen from outside the residence (from garage, dacha, etc)
deliberate damage was done to this residence or anything outside it that
belonged to someone in this household

9 other (SPECIHY) ....cooevreiiiiici e

10 none of the above

97 difficult to answer

98 refuse to answer

O~NOODONDBWN -

BS. | now want to ask you which, if any, of the following crimes were
committed against you personally during the past year

Muitiple responses are permitted. Please circle all that apply.

1 something you were carrying was stolen out of his hands or from his
pockets, bag or case

something was stolen from a cloakroom, office or car or anywhere eise you
left it

something of yours was deliberately damaged or tampered with

someone physically assaulted you

someone threatened to physically assault you

you were sexually interfered with, assaulted or attacked by someone you
knew or a stranger

Other (SPeCy) .....ccceveeeeeeriir e

none of the above

difficult to answer

refuse to answer

O O 00~ oOdbWw N

oo~
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B6.

| now want to ask you which, if any, of the following crimes were
committed against the deceased during the year before death

Multiple responses are permitted. Please circle all that apply.

1
2

(e > & P V)

97
98

B7.

something he was carrying was stolen out of his hands or from his pockets,
bag or case

something was stolen from a cloakroom, office or car or anywhere else he
left it

something of his was deliberately damaged or tampered with

someone physically assaulted him

someone threatened to physically assault him

he was sexually interfered with, assaulted or attacked by someone he knew
or a stranger

Other (SPECIFY) ..ccoovnreeeiii it

none of the above

difficult to answer

refuse to answer

| now want to ask you which, if any, of the following crimes were
committed against any other member of this household during the
past year

Multiple responses are permitted. Please circle all that apply.

1

© ©
m\‘mm\l oONndbw N

something they were carrying was stolen out of his hands or from his
pockets, bag or case

sc;tmething was stolen from a cloakroom, office or car or anywhere else they
left it

something of theirs was deliberately damaged or tampered with

someone physically assaulted them

someone threatened to physically assault them

they were sexually interfered with, assaulted or attacked by someone they
knew or a stranger

other (SPeCifY) .........cceecveet cererreeencies et

none of the above

not applicable

difficult to answer
refuse to answer
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| would now like to ask you some additional questions about the people

who live in the deceased’s household:

c1

97
98

C2

How many people currently live in his household?

people
difficult to answer
refuse to answer

How many people, including the deceased, lived in his household at
the time of the death?

Dj people

97
98

c3

difficult to answer
refuse to answer

Have any new people moved in or out of his household since the
deceased died?

Please circle the single most appropriate answer.

1
2
97
98

yes

no

difficult to answer
refuse to answer
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I would now like to ask you some questions about the home of the
deceased at the time of his death

C5. What type of dwelling is it?

Please circle the single most appropriate answer.

hostel

shared/communal fiat

flat, sole use

part of shared house

house, sole use

other (SPecify) ......c. voovrinieiiiiii e,
7  difficult to answer
8 refuse to answer

QOOANDWN =

C6 What type of building is it?

Please circle the single most appropriate answer.

1 wooden house

2 brick house

3 house built from concrete blocks

4 other (SPecify) ........ coccvniiiiiiii e
97 difficult to answer

98 refuse to answer

C7. Who owned this dwelling at the time of his death?

Please circle the single most appropriate answer.

1 a member or members of the household / flat privatized
2 the state or municipality / flat unprivatized

3 someone who does not live in the house (specify) ........ )

4 other (SPecify) ........ cevecvcii i, )= gotoC9
97 difficult to answer )
08 refuse to answer )

C8. How did a member or members of his household come to own the
dwelling?

Please circle the single most appropriate answer.

built it entirely or partially themselves

purchased it

obtained it through privitisation free of charge

inherited it or obtained it as a gift

exchanged it with a different household without adding money
exchanged it with a different household and added some of own money

Other (SPECHY) ....cceveeeeeeee et e
difficult to answer

refuse to answer

ODO~NONDWN =

Q@
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C9. How many rooms, excluding kitchen and bathroom, are there in the
dwelling in total?

rooms
97 difficult to answer
98 refuse to answer

C10. How many rooms are used for sleeping in the dwelling. Please
include rooms that also have other functions.

I:I:l rooms

difficult to answer
98 refuse to answer

C11. How many utility rooms are there in the dwelling in total. By utility
rooms, | mean kitchen, bathroom, toilet, storage room, entrance hall,
converted balcony

D::I rooms

difficult to answer
98 refuse to answer

C12. Which of the following amenities did his household have access to at
the time of his death?

Multiple responses are permitted. Please circle all that apply.

toilet, connected to sewerage system with running water
hot water supplied

cold water supplied

central heating

gas or electric oven

telephone

electricity

difficult to answer

refuse to answer

QONONDWN-=

o0 ~
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The following questions relate to the economic situation of his household at
the time of death of the deceased

C13. Which of the following properties did his household entirely or partly
use or own in addition to this home?

Multiple responses are permitted. Please circle all that apply.
summer dacha or garden house
all-season dacha or countryside house
another house in city
another flat or room in city
workshop or place for personal enterprise
shop or kiosk for street trade
Other (SPECIfY) ....ooccvvererin i e,
none
7 difficult to answer
8 refuse to answer

QOO~NOOHLOWN -

C14. Which of the following things did his household own?

Muiltiple responses are permitted. Please circle all that apply.
acar

a motorcycle

3 livestock

5 modem television
6 video

7 videocamera
8

9

N =

computer
automatic washing machine
10 microwave
11 telephone
12 hifi
13 fridge
14 none of the above
97 difficult to answer
98 refuse to answer
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C18S.

On what kind of income did his household rely during the year before
the death of the deceased?
Interviewer! Show the respondent card No. C15

Multiple responses are permitted. Please circle all that apply.

OCO~NOODPWN -

P QUGN |
WhN -0

© O
oo~

C16.

regular salaries

occasional salaries

income/revenue from business or individual labour
income/revenue from agriculture

income from bank interest or dividends

age pensions

invalidity pensions

welfare: social benefits (including social privileges)
welfare: child benefit

scholarships

help of relatives

other

none

difficult to answer

refuse to answer

Did the deceased contribute to the household income in the few
months before his death?

Please circle the single most appropriate answer.

1
2
97
98

C17.

yes

no

difficult to answer
refuse to answer .

What proportion of the household's monthly income was normally
spent on food in the year before the death of the deceased?

Please circle the single most appropriate answer.

1
2
3
97
98

less than half of the household's income
about half of the household's income
more than half of the household's income
difficult to answer

refuse to answer
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C18. Which of the phrases below best describes this household's financial
situation during the year before the death?
Interviewer! Show the respondent card No. C18

Please circle the single most appropriate answer.
1 We were sometimes unable to purchase basic necessities (food,
communal services, essential clothing or inexpensive medicine)

2 We were able to purchase basic necessities, but not expensive goods for

3 long-term use

4 We were occasionally able to purchase expensive goods for long-term use
We were able to purchase expensive goods for long-term use, but not

5 things like houses, flats or expensive cars

We were able to purchase expensive goods for long-term use such as
houses, flats or expensive cars

97 difficult to answer

98 refuse to answer
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| would now like to ask you a few questions about the deceased's parents.

Interviewer! Do not ask D1-D3 if you already know that the mother is alive, but
complete D1:

D1. Was the mother of the deceased alive when he died?

Please circle the single most appropriate answer.
1 yes =go to D4.

2 no

97 difficult to answer =go to D4.

98 refuse to answer =go to D4.

D2. When did his mother die?

Please circle the single most appropniate answer.
1 within the last year

2 1 - 5 years ago

3 6 - 10 years ago

4 more than 10 years ago

97  difficult to answer

98 refuse to answer

D3. How old was his mother when she died?

years
97  difficult to answer
98 refuse to answer
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Interviewer! Do not ask the D4-D6 if you already know that the father is alive, but
complete D4:

D4. Was the father of the deceased alive when he died?

Please circle the single most appropriate answer.
1 yes =gotoE1

2 no

97 difficult to answer =go to E1

98 refuse to answer =go to E1

D5. When did his father die?

Please circle the single most appropriate answer.
1 within the last year

2 1 - 5§ years ago

3 6 - 10 years ago

4 more than 10 years ago

97 difficult to answer

98 refuse to answer

D6. How old was his father when he died?

years
97 difficult to answer
98 refuse to answer
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| would now like to ask you a series of questions about the personal details
of the deceased and your relationship with him:

E1. What was your relationship to the deceased?

Please circle the single most appropriate answer.
1 wife/girifriend/partner

2 parent

3 brother

4 sister

5 daughter

6 daughter in law

7 son

8 son in law

9 grandchild

10 other close relative

11 unrelated lodger/friend

12 Other (SPECIFY) ...ooeeeireerieiecereiee et cereee e eaes seeraaeeeeserenesens
97 difficult to answer

98 refuse to answer

E2. For how long had you been continuously living with the deceased at
the time of his death?

Please circle the single most appropriate answer.
less than 6 months
6 months — 12 months
more than 1 year but less than 5 years
more than 5 years but less than 10 years
over 10 years

7 difficult to answer

8 refuse to answer

OQONHEWN -

E3. For how many years had you known the deceased before his death?

Please circle the single most appropriate answer.
less than 6 months

6 months — 12 months

more than 1 year but less than 5 years
more than 5 years but less than 10 years
over 10 years

difficult to answer

refuse to answer

ODONDWON—-

00
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E4. How good was your knowledge of the deceased's life during the last
year of his life?

Please circle the single most appropriate answer.
extremely good

very good

fairly good

not very good

very poor

difficult to answer

refuse to answer

QONDhWN-—~

00 ~

E5. How often did you usually see the deceased during the last year
before his death?

Please circle the single most appropriate answer.
every day

several times a week

once a week

several times a month

once a month

less than once a month

difficult to answer

refuse to answer

QOIAODWN-~

o~

E6. At which times of day did you typically see the deceased during the
working week (Monday - Friday)?

Multiple responses are permitted. Please circle all that apply.
first thing in the morning
during the day
during the evening
late at night
no typical time
7 difficult to answer
8 refuse to answer

O©QONHWN-~

E7. Atwhich times of day did you typically see the deceased during the
weekend (Saturday, Sunday)?

Multiple responses are permitted. Please circle all that apply.
first thing in the moming

during the day

during the evening

late at night

no typical time

difficult to answer

refuse to answer

OQONHLWN -

0 ~
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E8. When did you last see the deceased before he died?

Please circle the single most appropriate answer.

on the day of his death

on the day before his death

2-7 days before his death

more than 1 week but less than 1 month before his death
more than 1 month but less than 6 months before his death
over 6 months before his death

difficult to answer

refuse to answer

QOO DWN -~

o ~

How old was the deceased when they died?

D:D years

difficult to answer
98 refuse to answer

E10. What was the date of birth of the deceased?

DD MM YYYY
97 difficult to answer
98 refuse to answer

E11. What was the nationality of the deceased?
Please circle the single most appropriate answer.

1 Russian
2 Urdmurt
3 Tatar

4 Other (SPeCify) .....ccccceveii it e,
97 difficult to answer
98 refuse to answer

E12. Please could you tell me the region in which he was born?

Please circle the single most appropriate answer.
Izhevsk ©=go to E14
other part of Udmurtia
a different oblast of Russia
a part of the former Soviet Union outside Russia
outside the former Soviet Union
7 difficult to answer ©=go fo E14
8 refuse to answer =goto E14

QONHEWN

E13. Was the place he was born In an urban or a rural area?

Please circle the single most appropriate answer.
1 urban

2 rural

97 difficult to answer

08 refuse to answer
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E14. How long had the deceased continuously lived in izhevsk?

Please circle the single most appropriate answer.

less than 6 months

6 months - 1 year

more than 1 year but less than 5 years

more than 5 years but less than 10 years

over 10 years but not his whole life

since birth (excluding army and temporary periods away of up to 5 years)
7 difficult to answer
8 refuse to answer

DQOONHWN-~

E15. What was the marital status of the deceased at the time of death?
Was he:

Please circle the single most appropriate answer.

Living together with a spouse in a registered marriage

Living together with a spouse but not in a registered marriage
Divorced or separated

Widower

Never married

difficult to answer

refuse to answer

OONBWN=

o~
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| would now like to ask you about the education and occupation of the
deceased.

F1 What was the deceased’s level of education?

Please circle the single most appropriate answer.
incomplete secondary
complete secondary
professional school
specialised secondary
incomplete higher
higher
7 difficult to answer
8 refuse to answer

ODOONEWN -~

F2. If the deceased had any professional qualifications, please specify
what they are.

Please answer in your own words.

1

...........................................................
................................................................................................................

...................................................

..................................................

97 difficult to answer
98 refuse to answer

F3. Was the deceased in regular paid employment at the time of death?

Please circle the single most appropriate answer.
1 yes =gotoF7

2 no

97 difficult to answer

o8 refuse to answer

F4. Washe...

Please circle all answers which apply

in irregular paid work

unemployed, seeking work

student =go to F6

retired, except for retirement due to invalidity =go to F6

retired due to invalidity =go to F6

unemployed, not seeking work

Other (SPBCHY) .......veeiiie s et e nreeesesrens
difficult to answer

refuse to answer

QOOOTNDBWN-

@ ~
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F5.

What was the main reason for him ceasing regular paid employment?

Please circle the single most appropriate answer.

OCOWOONLWN-

7
8

F6.

could not find a job after finishing education

was made redundant

a temporary job ended

was fired

gave up voluntarily due to unsatisfactory work salary/work conditions
gave up work because of ill health

gave up my job for other reasons (specify)
difficult to answer

refuse to answer

How long before death did he cease regular paid employment?

Please circle the single most appropriate answer.

ODOONHLWN -

7
8

had never been in regular paid employment =go to F11
within the week before death

more than 1 week but less than 1 month before death
more than 1 month but less than 6 months before death
more than 6 months but less than 1 year before death
over 1 year before death )

difficult to answer ) =gotoF11
refuse to answer )

| would now like to ask you some questions about the deceased’s main
occupation during the vear before death

F7.

What was the deceased’s main occupation during the year before
death?

Please answer in your own words.

1

97
88

......................................................................................................................
.............................................

...................................................................................................................................................................

...................................................................................................................................................................

...............................................................................................................................

difficult to answer
refuse to answer
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F8. What was his main occupational status during the year before death?

Please circle the single most appropriate answer.,

Senior oficial or office top manager

Manager of department of branch office
Production and operation department manager
Physical and engineering science associate professional
Life science and health associate professional
Office clerk without higher education

Skilled workeer

Unskilled worker

Entrepreneur

10 Other

97 difficult to answer

98 refuse to answer

OCO~NOONDWN -

Interviewer! If there are any discrepancies between the respondent’s
occupational status and education, select the response for A15 according to
occupational status. For example, a nurse with higher education is marked as
‘office clerk without higher education’, point ‘6, and a primary school teacher
with secondary special education is marked as ‘life science and health
associate professional’, point ‘5’, etc.

F9. What type of firm or organisation did he mainly work for during the
year before death?

Please circle the single most appropriate answer.

State/local enterprise/authority

Cooperative/employee owned firm

A private company

Joint state and private ownership

Other (SPeCifY) ....ccevveie i e e
7 difficult to answer
8 refuse to answer

QOONHLWN=-

F10. In what branch of industry did he mainly work during the year before
death?

Please circle the single most appropriate answer.
civil service

education, culture and media

banks or other financial institutions
healthcare or social services

service industry

agriculture

industry, construction

transport, communications
military/police

10 Other (SPECITY) ...t eeeeeeeceeerteeee eesveeseresaeeeneeas
97 difficult to answer

98 refuse to answer

OCONONDEWN-=
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F11.

At the time of death, did he have any source of income (if he was in

regular paid employment, exclude earnings from his main
workplace)?

Please circle the single most appropriate answer.

1
2
97
98

F12.

yes

no )

difficult to answer )= gotoF13
refuse to answer )

What were these sources of extra income?

Multiple responses are permitted. Please circle all that apply.

OQONDEWN-~

7
8

F13.

Pension (any kind)
Occasional/irregular work
Social benefits (any kind)
Private enterprise
difficult to answer
refuse to answer

Did his family produce agricultural products from a plot of land of
which they had use?

Please circle the single most appropriate answer.

1
2
3
97
g8

F14.

did not have a plot of land
yes

no

difficult to answer

refuse to answer

Was he ever in the army?

Please circle the single most appropriate answer.

1
2
97
98

F15.

yes

no )

difficult to answer )= go to F17
refuse to answer )

What was his rank in the army?

Please circle the single most appropriate answer.

1
2
3
4
97
98

private soldier
sergeant

warrant officer
officer

difficult to answer
refuse to answer
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F16. Did he ever serve in a zone of conflict?
Please circle the single most appropriate answer.

1 yes

2 no

97 difficult to answer

98 refuse to answer

F17. Had he ever been in any kind of prison?
Please circle the single most appropriate answer.

1 yes, during the previous year
2 yes, between 1 - 5 years ago
3 yes, more than 5 years ago
4 no, never

97 difficult to answer
98 refuse to answer
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G9.

What were his relations with his family?

Please circle the single most appropriate answer.

1
2
3
97
98

G10.

harmonious, peaceful
occasional quarrels and conflicts
frequent quarrels and conflicts
difficult to answer

refuse to answer

Did he confide in family members or friends about personal matters?

Please circle the single most appropriate answer.

1
2
97
98

G11.

yes

no )

difficult to answer ) = go to H1
refuse to answer )

How often did he have contact with the people in which he confided?

Please circle the single most appropriate answer.

1
2
3
4
97
98

every day

every week

every month

less than once a month
difficult to answer
refuse to answer
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I would now like to ask you some guestions concerning the circumstances
surrounding the death

H1. Were you with the deceased when he died?

Please circle the single most appropriate answer.
1 yes

2 no

97 difficult to answer

98 refuse to answer

H2. Did he die in Izhevsk

Please circle the single most appropriate answer.
1 yes

2 no

97 difficult to answer

98 refuse to answer

H3. Can you tell me where the deceased died? Was it...

Please circle the single most appropriate answer.

athome ogotoH5

in a hospital/medical facility =go to H4

in a dacha )

in a friend's or family member's home )

at work )

in a public place )
other (SPCIFY) .......ccorvieeiiiicieeece e )

7 difficult to answer )

8 refuse to answer )

OQO~NONHLWN-~

H4. How long before the death was the deceased admitted to hospital?

Please circle the single most appropriate answer.
1 the day before

2 up to a week before
3 longer than 1 week but less than 1 month before
4 longer than a month before

97 difficult to answer
98 refuse to answer
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H5. Inyour opinion, was the death expected or unexpected?

Please circle the single most appropriate answer.
1 it was expected

2 it was sudden and unexpected

97 difficult to answer

98 refuse to answer

H6. Inyour opinion, was the death due to natural causes or other
causes?

Please circle the single most appropriate answer.

it was due to disease

it was due to homicide

it was due to suicide

it was due to due to accidental injury

It was due to poisoning by alcohol or other spirits

it was due to other accidental cause (including drowning)
7 difficult to answer
8 refuse to answer

= goto H10

OQDOONHLWN-
— = N o s e

H7. Was this disease diagnosed by a doctor?

Please circle the single most appropriate answer.
1 yes

2 no )

97 difficult to answer ) @goto H10
98 refuse to answer )

H8. ...and what was it?

Please circle the single most appropriate answer.
1 cancer

2 heart disease

3 hypertension/high blood pressure

4 diabetes

5 tuberculosis

6 hepatitis

8 stroke (cerebovascular disease)

9 alcohol dependency or abuse

16 Other (SPBCIY) ....veiuiiieeeie i v ere b eeeerneeneencensrnmee e s e
97 difficult to answer

98 refuse to answer
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H9. When was it first diagnosed?

Please circle the single most appropriate answer.
after the person died

within the last 8 months before the death
6 - 12 months before the death

1-5 years ago before the death

more than 5 years before the death
difficult to answer

refuse to answer

QONRHLWON =

7
8

H10. Were you the person who registered the death with the funeral
service or ZAGS?

Please circle the single most appropriate answer.
1 yes

2 no

97 difficult to answer

98 refuse to answer
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| would now like to ask you about any diseases or disabilities that the
deceased had

J1. Did the deceased have any doctor diagnosed diseases which have

long-term consequences for health, other than any you have already
mentioned as having caused the death?

Please circle the single most appropriate answer.

1 yes

2 no )

97 difficult to answer ) =go to J3
98 refuse to answer )

J2. What was/were the disease(s)?

Multiple responses are permitted. Please circle all that apply.
1 cancer

2 heart disease

3 hypertension/high blood pressure

4 diabetes

5 tuberculosis

6 hepatitis

7 other infectious and parasitic diseases and their consequences

8 stroke (cerebovascular disease)

9 alcohol dependency

10  depression

11 other psychiatric conditions

12  diseases of bones, joints, vertebras and musculo-skeletal system
13 diseases of kidney

14 other diseases of genito-urinary system

15 diseases of stomach, intestine and other digestive organs

16  Other (Specify) ......cccoevee it

97 difficult to answer

98 refuse to answer

J3. During the year before death, was the deceased ever hospitalised
other than around the time of death?

Please circle the single most appropriate answer.
1 yes, once

2 yes, more than once

3 no )

97 difficult to answer ) =go to J5

98 refuse to answer )
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J4.

What was the reason for being hospitalised? (describe all
occurrances)

Please answer in your own words.

1

97
98

J5.

difficult to answer
refuse to answer

When did the deceased last visit the polyclinic?

Please circle the single most appropriate answer.

QOO HLWN-

7
8

J6.

within the last few days before death

1 week before death

more than 1 week but less than 1 month before death
more than 1 month but less than 6 months before death
more than 6 months but less than 1 year before death
over 1 year before death

difficult to answer

refuse to answer

Where is the deceased's medical card?

Please answer in your own words.

1

97
98

......................................................................................................................................................................

......................................................................................................................................................................

......................................................................................................................................................................

......................................................................................................................................................................

............................................................................................................................
........................................

......................................................................................................................................................................

difficult to answer
refuse to answer
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J7. Please give the name and address of the last polyclinic he attended.
Please answer in your own words.

1

97 difficult to answer
98 refuse to answer

J8. If he was registered disabled at the time of death, how long before
death was he registered?

Please circle the single most appropriate answer.
not applicable = go to K1
within the 6 months before death
between 6 and 12 months before death
between 1 and 5 years before death
between 6 and 10 years before death
over 10 years before death but not his whole life
had always been disabled
7 difficult to answer
8 refuse to answer

QO~NOOEWN -~

J9. What was the reason for being registered disabled?

Please circle the single most appropriate answer.

he was disabled from birth

he was disabled from war

he was disabled due to disease

he was disabled due to occupational disease

he was disabled due to involvement in Chemobyl! clear-up
he was disabled due to an accident at work

he was disabled due to other accidents

difficult to answer

refuse to answer

OQO~NOONEWN-~-

@ ~
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J10. What was the nature of the disability? (please include the level of
invalidity in your description)

Please answer in your own words.

1

97 difficult to answer
98 refuse to answer
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| would now like to ask you some questions about the deceased's health
during the year before his death

K1. Had the deceased broken any bones during the year before death?

Please circle the single most appropriate answer.
1 yes

2 no

97 difficult to answer

98 refuse to answer

K2. In the months preceeding his death, did the deceased cough when he
got up in the morning?

Please circle the single most appropriate answer.

1 usually

2 sometimes
3 rarely

4 never

97  difficult to answer
98 refuse to answer

K3. In the months preceeding his death, could the deceased climb up a
flight of stairs without becoming breathless?

Please circle the single most appropriate answer.
1 yes, easily

2 yes, with some difficulty

3 no - too difficult

97  difficult to answer

98 refuse to answer

K4. In the months preceeding his death, how difficult was it for the
deceased to walk about 1km?

Please circle the single most appropriate answer.
1 not at all difficult

2 slightly difficult

3 very difficult/impossible

97 difficult to answer

98 refuse to answer

K5. Did the deceased appear to have lost a significant amount of weight

during the past year?
Please circle the single most appropriate answer.
1 yes
2 no

97 difficult to answer
08 refuse to answer
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K6. In the months preceeding his death, was the deceased able to carry
out his daily activities, such as shopping, washing or dressing,
which a totally health person can manage without difficulty?

Please circle the single most appropriate answer.

1 yes, up to when he died

2 no, not during the month before death

3 no, not during the 6 months before death
4 no, not for over 6 months before death
97 difficult to answer

98 refuse to answer

K7. In the months preceeding his death, did the deceased do physical
exercise in his leisure time?

Please circle the single most appropriate answer.

1 yes, several times a week or more

2 yes, sometimes, but less than several times a week
3 never )

97 difficult to answer ) =go to K9

98 refuse to answer )

K8. What kind of exercise?
Please answer in your own words.

1

................................................................................................................................................

97 difficult to answer
o8 refuse to answer

K9. Did the deceased usually walk or cycle for more than 30 minutes per

day?
Please circle the single most appropriate answer.
1 yes
2 no

97 difficult to answer
98 refuse to answer

281



K10. Did the deceased have a job that involved regular physical activity?
Please circle the single most appropriate answer.

1 yes, a lot of physical activity
2 yes, moderate physical activity
3 no, not much/no physical acitvity

4 not applicable
97 difficult to answer
o8 refuse to answer

K11 How tall was the deceased? Please answer as accurately as you can.
cm

97 difficult to answer
98 refuse to answer
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L9. How much beer did he usually drink on one occasion? (‘occasion’
means a single continuous period of drinking)

Please circle the single most appropriate answer.
never drank beer
1 bottle or less
2-4 bottles
5-6 bottles
more than 6 bottles
7 difficult to answer
8 refuse to answer

OOODWN-=-

L10. How much wine did he usually drink on one occasion?

Please circle the single most appropriate answer.
never drank wine
up to 200g
between 200 - 400g
between 400 - 600g
between 600 - 1000g
more than 1 litre
7 difficult to answer
8 refuse to answer

ODOONHWN=

L11. What quantity of spirits, such as vodka or other strong drinks, did he
usually drink on one occasion?

Please circle the single most appropriate answer.
never drank spirits
between 50 - 100g
between 100 - 200g
between 200 - 300g
between 300 - 400g
between 400 - 500g
more than 500g
7 difficult to answer
8 refuse to answer

OCO~NONDEWN-

L12. What was the maximum quantity of beer ever drunk on one
occasion?

Please circle the single most appropriate answer.
never drank beer

1 bottle or less

2-4 bottles

5-6 bottles

more than 6 bottles

difficult to answer

refuse to answer

O©ONDBWN-

o0 ~
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L13. What was the maximum quantity of wine ever drunk on one
occasion?

Please circle the single most appropriate answer.
never drank wine

up to 200g

between 200 - 400g

between 400 - 600g

between 600 - 1000g

more than 1 litre

difficult to answer

refuse to answer

QOOoOONdWN-=

o~

L14. What was the maximum quantity of spirits ever drunk on one
occasion?

Please circle the single most appropriate answer.
never drank spirits

between 50 — 100g

between 100 - 200g

between 200 - 300g

between 300 - 400g

between 400 - 500g

more than 500g

difficult to answer

refuse to answer

OQO~NOONDWN -~

o0 ~

L15. Did he ever drink spirits together with either beer or wine at the same
sitting?

Please circle the single most appropriate answer.
1 yes, often

2 yes, sometimes

3 no, never

97 difficult to answer

98 refuse to answer

L16. Did he ever drink large quantities of spirits without also eating some

food at the same sitting?
Please circle the single most appropriate answer.
1 always
2 sometimes
3 rarely/never

97 difficult to answer
98 refuse to answer
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L17. How often did he become excessively drunk?

Please circle the single most appropriate answer.
every day

several times a week

once a week

several times a month

once a month

less than once a month

never or almost never

difficult to answer

refuse to answer

OQO~NOONMPbWN-=

oo~

L18. Did he ever drink alcohol before noon?

Please circle the single most appropriate answer.
1 no

2 yes, occasionally

3 yes, frequently

97 difficult to answer

98 refuse to answer

L19. How often did he have a hangover?

Please circle the single most appropriate answer.
every day
several times a week
about once a week
several times a month
about once a month
less than once a month
never or almost never
7 difficult to answer
8 refuse to answer

QO~NOOMHLWN-=-

L20. How often did he fail to fulfil his work obligations due to drinking
alcohol?

Please circle the single most appropriate answer.
every day

several times a week
about once a week
several times a month
about once a month
less than once a month
never

not applicable

difficult to answer
refuse to answer

WOO~NOONELWN

o~
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L21. How often did he fail to fulfil his family or personal obligations due to
drinking alcohol?

Please circle the single most appropriate answer.
every day
several times a week
about once a week
several times a month
about once a month
less than once a month
never
7 difficult to answer
8 refuse to answer

OQO~NOUNMDEWN-

L22. Did he ever go to sleep at night with his clothes on because of being
drunk?

Please circle the single most appropriate answer.
every day
several times a week
about once a week
several times a month
about once a month
less than once a month
never or almost never
7 difficult to answer
8 refuse to answer

OQO~NOONdEWN =

L23. Did he ever drink alone?
Please circle the single most appropriate answer.

1 yes, often
2 yes, sometimes
3 no, never

97 difficult to answer
98 refuse to answer

L24. Did he usually drink aicohol at home or in other places?
Please circle the single most appropriate answer.

1 usually at home
2 sometimes at home, sometimes elsewhere
3 usually elsewhere

97 difficult to answer
98 refuse to answer
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| would now like to ask you about episodes of ‘zapoi’ in the deceased’s
life. By ‘zapoi’, | mean a continuous drunkeness of several days or more
during which the person does not work and is withdrawn from normal life

L25. Did he have one or more episodes of zapoi in the year before death?
Please circle the single most appropriate answer.

1 yes, often
2 yes, sometimes
3 no, never )

97 difficult to answer ) =go to L32
98 refuse to answer )

L26. Did he have one or more episodes of zapol in the month before

death?
Please circle the single most appropriate answer.
1 yes
2 no )

97 difficult to answer ) =go to L32
98 refuse to answer )

L27. Did he have one or more episodes of zapoi in the week before death?

Please circle the single most appropriate answer.
1 yes

2 no )

97 difficult to answer ) =go to L32
98 refuse to answer )

L28. During his most recent episode of heavy drinking, what was the
maximum quantity of beer drunk?

Please circle the single most appropriate answer.
none

1 bottle or less

2-4 bottles

5-6 bottles

more than 6 bottles

drank beer, but not sure of the quantity
difficult to answer

refuse to answer

QOOAONDEWN-

o ~
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L29.

During his most recent episode of heavy drinking, what was the
maximum quantity of wine drunk?

Please circle the single most appropriate answer.

QO~NONHLWN-

7
8

L30.

none

up to 200g

between 200 - 400g

between 400 - 600g

between 600 - 1000g

more than 1 litre

drank wine, but not sure of the quantity
difficult to answer

refuse to answer

During his most recent episode of heavy drinking, what was the
maximum quantity of spirits drunk?

Please circle the single most appropriate answer.

QOONOONLWN-=

7
8

L31.

none

between 50 — 100g

between 100 - 200g

between 200 - 300g

between 300 - 400g

between 400 - 500g

more than 500g

drank spirits, but not sure of the quantity
difficult to answer

refuse to answer

During his most recent episode of zapol, did he drink any other
alcoholic substances other than those intended as drinks?

Please circle the single most appropriate answer.

1
2
97
98

L32.

yes

no

difficult to answer
refuse to answer

Had he been arrested because he was drunk during the year before
death?

Please circle the single most appropriate answer.

1
2
97
98

yes

no

difficult to answer
refuse to answer
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L33.

Around the time of his death, was he drinking more than, less than,
or about the same as he had been one year previously?

Please circle the single most appropriate answer.

1
2
3
97
98

L34.

more than a year before

about the same as a year before
less than a year before

difficult to answer

refuse to answer

Around the time of his death, was he drinking more than, less than,
or about the same as he had been one month previously?

Please circle the single most appropriate answer.

1
2
3
97
98

L3S.

more than a month before

about the same as a month before
less than a month before

difficult to answer

refuse to answer

Was there ever any period in his life when he drank heavily other
than during the 12 months before death?

Please circle the single most appropriate answer.

1
2
97
98

L36.

yes

no

difficult to answer
refuse to answer

Had he ever had help or advice from a doctor, narcologist, social
worker or some other professional for an alcohol problem?

Please circle the single most appropriate answer.

1
2
97
98

L37.

yes

no )

difficultto answer ) = go fo L38
refuse to answer )

Did he get such help or advice in the year before death?

Please circle the single most appropriate answer,

1
2
97
98

yes

no

difficuilt to answer
refuse to answer
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L38. Had he ever been taken to a sobering-up centre?

Please circle the single most appropriate answer.
1 yes

2 no )

97 difficult to answer )= go to L40
98 refuse to answer )

L39. Was this during the year before death?

Please circle the single most appropriate answer.
1 yes

2 no

97 difficult to answer

98 refuse to answer

L40. Do you believe that the death of the deceased was in any way related

to his drinking of alcohol?
Please circle the single most appropriate answer.
1 yes
2 no
3 possibly

97 difficult to answer
98 refuse to answer
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| will now ask you some questions concerning the deceased's smoking
habits

M1. Was he a current smoker at the time of death?

Please circle the single most appropriate answer.
1 never a smoker = go to M6

2 no, ex-smoker

3 yes, a current-smoker = go to M3
97 difficult to answer = go to M6

98 refuse to answer = go fo M6

M2. How many years ago did he stop smoking regularly?

Please circle the single most appropriate answer.

1 less than one year before death

2 more than 1 year but less than 5 years before death

3 more than 5 years but less than 10 years before death
4 more than 10 years before death

97 difficult to answer

98 refuse to answer

M3. What did he smoke most often?

Please circle the single most appropriate answer.

1 papyrosi

2 fitered cigarettes

3 unfiltered cigarettes

4 Other (SPECIFY) ......cooiviiiitiii e e e
97 difficult to answer

98 refuse to answer

M4. When he smoked, how many per day was usual?

Please circle the single most appropniate answer.
1 1-5 per day

2 6-10 per day

3 11-20 per day

4 more than 20 per day

97 difficult to answer

08 refuse to answer

292



M5. How old was he when he started smoking regularly?

Please circle the single most appropriate answer.
1 <10 years old

2 10-19 years old

3 20-29 years old

4 >30 years old

97 difficult to answer

98 refuse to answer

M6. Have his parents ever smoked?

Please circle the single most appropriate answer.
1 yes, father only

2 yes, mother only

3 yes, both parents

4 no, neither

97 difficult to answer

98 refuse to answer

Thank you for your time in helping us with this study
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The following questions are answered only by you as an interviewer and are not
to be read out. Question X1 is deliberately excluded:

X2
1
2

3

X3

X4.

X7.

How would you judge the reliability of the answers from this interview?
satisfactory

not entirely satisfactory. For example, a moderate level of non-response by
the subject, or perhaps small interruptions affected the quality of the
responses

poor. For example, a high level of non-response by the subject, or perhaps
many/constant interruptions affected the quality of the responses.

Were there any other people present in the same room while the
interview was taking place?

yes

no =go to X5

Please provide details of other people present during the interview,
including their relationship to respondent:

...................................................................................................................................................................

Were there any interruptions to the interview?
yes
no =go to X7

Please provide details of interruptions, including their duration:

......................................................................................................................................................................

......................................................................................................................................................................

...................................................................................................................................................................

Any other comments, including indication of questions that were
particularly hard to answer

......................................................................................................................................................................

......................................................................................................................................................................

...................................................................................................................................................................
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Appendix 4

Index-proxy agreement: kappa analyses performed
using pilot data
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Appendix 5

External data collection forms
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Code  Description
Narcology Dispensary data
narcl Interim Individual identification number
narc2 Individual identification number
narc3 Date of registration in the Dispensary, Year
narc4 Date of registration in the Dispensary, Month
narc$ Date of registration in the Dispensary, Day
| narc6 The main diagnosis on entry in a text form
narc/ Code of the main diagnosis
narc8 Accompanying alcohol-related pathologies in a text form (up to 3 diagnoses), 1
narc9 Accompanying alcohol-related pathologies in a text form (up to 3 diagnoses), 2
narcl10  Accompanying alcohol-related pathologies in a text form (up to 3 diagnoses), 3
narcll  ICD-codes of the accompanying diagnoses (up to 3 codes), 1
narcl2  ICD-codes of the accompanying diagnoses (up to 3 codes), 2
narcl3  ICD-codes of the accompanying diagnoses (up to 3 codes), 3
narcl4  Date of the last contact, Year
narcl5  Date of the last contact, Month
narcl6  Date of the last contact, Day
narcl7  The main diagnosis after the last contact
narcl8  Code of the main diagnosis
narcl9

Accompanying alcohol-related pathologies in a text form (up to 3 diagnoses), 1
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Code  Description

narc20  Accompanying alcohol-related pathologies in a text form (up to 3 diagnoses), 2

narc21  Accompanying alcohol-related pathologies in a text form (up to 3 diagnoses), 3

narc22  ICD-codes of the accompanying diagnoses (up to 3 codes), 1

narc23  ICD-codes of the accompanying diagnoses (up to 3 codes), 2

narc24  ICD-codes of the accompanying diagnoses (up to 3 codes), 3

narc25  Date completing

Social Security data

SS1 Individual identification number

SS2 # in SOBES list

SS3 Registration number

SS4 Family Name (write in words)

SS5 First Name (Write in words)

SS6 Second Name (Father's Name) (Write in words)

SS7 Data of birth (number)

SS8 Area code

SS9 Area

SS10 Place of permanent residence in Izhevsk (street)

SS11 Place of permanent residence in Izhevsk (house)

SS12 Place of permanent residence in Izhevsk (building)

SS13 Place of permanent residence in Izhevsk (appartment)
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Code  Description

SS14 Date of registration of invalidity

SS15 Group of invalidity

SS16 Date of registration of death

SS17 Date of death

Police records

poll Family Name (write in words)

pol2 First Name (Write in words)

pol3 Second Name (Father's Name) (Write in words)

pol4 Date of birth

polS Place of birth

pol6 Place of permanent residence in Izhevsk (street)

pol7 Place of permanent residence in Izhevsk (house)

pol8 Place of permanent residence in Izhevsk (apartment)

pol9 Individual identification number

poll0  Mark "x" if the person was in prison

polll Prison stay 1 from (year)

poll2 to (year)

poll3 Prison stay 2 from (year)

poll4  to (year)

poll5 Prison stay 3 from (year)
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Code  Description

pollé6 to (year)

poll7 Prison stay 4 from (year)
poll8 to (year)

pol19 Prison stay 5 from (year)
pol20 to (year)

pol21 Prison stay 6 from (year)
pol22 to (year)

pol23 Prison stay 7 from (year)
pol24 to (year)

pol25 Number of prison stays
pol26 Date of last stay
Autopsy data

autl Running number

aut2 Name

aut3 Forename

aut4 Patronymic

aut5 Date of birth, Year

autb Date of birth, Month
aut7 Date of birth, Day

aut8 Place of permanent residence in Izhevsk, Street
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Code  Description

aut9 Place of permanent residence in Izhevsk, House

autl0 Place of permanent residence in Izhevsk, Apartment

autll Estimated date of death, Year

autl2 Estimated date of death, Month

autl3 Estimated date of death, Day

autl4 Estimated time of death, Hour

autls Estimated time of death, Minute

autl6 Place of death

autl? Site of death: 1-hospital, 2 - home, 3- other place,

autl8 Place of autopsy

autl9 Whether it was a forensic or non-forensic autopsy

aut20  Data of autopsy, Year

aut2l Data of autopsy, Month

aut22 Data of autopsy, Day

aut23 Time of autopsy, Hour

aut24 Time of autopsy, Minute

aut25 The name of the pathologist who did the autopsy

aut26 The number of the case/autopsy as used by the pathologists in their own record
system

aut27 Number of the medical death certificate

aut28 ongoing police investigation
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Code  Description

aut29 Causes of death, a) Immediate cause

aut30 Causes of death, Code

aut31 Causes of death, b) Intermediate cause

aut32 Causes of death, Code

aut33 Causes of death, c) Main cause

aut34 Causes of death, Code

aut3s Causes of death, External causes

aut36 Causes of death, Code

aut37 Causes of death, Other important diseases

aut38 Concentration of alcohol in blood , Code

aut39 Concentration of alcohol in blood

aut40 Concentration of alcohol in urine

autdl Disease and pathological processes connected with alcohol
aut4?2 The text description of circumstances surrounding the death
aut43 Name of person completing the form

aut44 Date completing the form, Year

autd$ Date completing the form, Month

aut46 Date completing the form, Day

autd7 ID. Provided by Medical academy
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Appendix 6

Distribution of responses by respondent type in the
main sample

339



ore

%00 0 %00 0 %00 0 %00 0 JaMsue oU
%40 € %00 0 %40 b %20 A JomsUe 0} 98Nyl
%E L S %00 0 %Z 4 {1 %'z Ie JeMSUR O} JNOup
%¥ 6L o8z %96 2901 %906 £€04 %Z LS orL Xnou jsouNe 10 senaul wnp
%L L 09 %S} L %Z | 141 %Z'T 62 2ok Jod sowg mej e SEOUEISONS INOYOOR
%9T 6 %6} zZ %EZ o9z %y ¢ 2 Yiuow & seus} £-| JOUI0 828 UOYO MOH
%0'C 801 %L1 £1 %9'L 8L %6'S 7] OOM B G} JO GOUO
%L 16 %0’} b %L €l %9'G €L HOaM B 3L JNOJ JO SOM])
%09 4% %60 o] %E't Gl %Sl 681 Aep Aono Apesu
%E'E 174} %00 0 %S0 9 %8 141" UBYO G0W 10 Aep Asane
%00 0 %00 0 %00 0 %00 0 JBMSUE OU
%10 ¥ %00 0 %10 b %20 € JoMsuUR 0) 9SN)RI
%Z L 19 4 %50 i %0 8 %92 ¥e JoMSUE O} JNouNP
%961 202 %L 02 9€2 %12 ovZ %E'LL 9Ze JOASU JSOLNS JO JGASU
%Ll ¥€9 %664 Z %022 (174 %0'Zh 9G4 2004 J0d sown meje|  HHjurup Agensn
%E 62 7501 %G 2 0.€ %0 0E Zre %19 ove HJuow € sow £-1 | SIads e USYO MO
%L 61 80L %422 z52 %84 902 %Z 61 052 HOOM B SOW] JO SOUO
%Z'9 (74 %LZ 15 %Z'S 65 %E 0L el YOOM B SOLL JNOj JO S8yl
%Ly 691 %9} 0z %S'Z 62 %Z'6 ozt Aep Ksono Apsou
%PpL [ 4 %E0 £ %0 1 4 %Z € Zv USYO asoL 10 Asp Asne
%00 ) %00 0 %00 0 %00 0 JBMSUE OU
%10 € %00 ] %10 1 %Z0 4 Jamsue 0] 98nJRl
%E'L v %00 0 %0'L L %8'Z o€ JMSUE O} YNOLYP
%819 siee %259 6vL %119 169 %685 692 JARU 1S0WEB JO JNSU
%ESL 8V %pglL oz %.'81 k4 %96 GzlL J20A 10d sewy meje|  yunp Agensn
%S'L1 riy %P0l 6bL %G ZL tadl %L bL €54 oW B SO €-1| SuM §1 UBYO MOH
%0'S 08l %S ¥ 1S %9¥ ra’] %6'G 7] HOOM B 6OM} JO U0
%ZZ 6. %0 8 %LL €L %py 85 JOOM B SeLLN) JN0J JO SN
%L'2 9L %E0 € %90 L %S 99 Aep Asano Amou
%90 £2 %00 0 %P0 14 %G'L 8l Uslo 80Ul Jo Aep Aane
%00 0 %00 0 %00 ) %00 0 JOMSUE OU
%10 € %00 0 %L0 ¥ %20 z Jomsue 0} 9sn)a
%L} 6€ %00 0 %80 6 %E'Z oc JOMSUB O} JNoup
%0°LZ 696 %ZL2Z ole %GV £92 %9'92 9.¢ JOADU JSOLUR JO JOASU
%L 862 %G'L ) %G L <8 %L'9 8 0k 0d sowgmey |  unup Agensn
%L VT 2L %L€Z £92 %0'¥Z 1774 %P8l ovZ Yluow € saWl -1 |  J96q $1 USHO MO
%5'ST €16 %162 xe %192 62 %812 82 HOGM B SOMM] JO SIU0
%68 8ig %6'L 06 %86 FAN} %68 ot JOOM B SBWN MNOJ JO SBRY
%L9 ove %E¥ 6v %9'G ¥9 %L6 zZ Aep Lrano Apesu
%61 89 %60 oL %E'L Si %E'e 2 4 ueYo asow Jo Aep Kano
%0°00F [T743 %000} ores %0°00} oris %0°00} SOE’} IVIOL
% u % u % u % u
1530} foRuod Axoxd jo5u0d fxoxd esed WRAs uospeduioD) I paguopsend O




e

%611 [543 %LEL 961 %9l S5l %.'8 YLl JOMSUR OU
%00 1 %00 0 %40 l %00 0 JOMSUB 0] 9SNY8)
%'l 6V %Z0 z %E") i %G'Z b4 JOMSUR O} JNOup yunp
%089 66p2 %E'08 Gi6 %9'LL S68 %06V 69 JBABU JSOWE JO JABU | (o en conumeqns
%10 14 %10 I %00 0 %Z0 € uoHBIGERd/SABDHOY U0 Ao MOYOOR IO 81
%b'€ A %Z0 4 %Y 0 14 %68 oL Aep Axono o ABD UORM UO
%Lyl G0S %S ¥ 1S %29 ¥ %E 6 €8¢ hAep fue
%Z'0 ] %20 r4 %10 L %P0 S sABp yeam uo Auo
%60 z€ %0’} iy %L°0 8 %0} £l puexeem ey e Auo
%61} (73 %LEL 951 %9Ch 651 %8 vl JOMSUB OU
%00 I %0°0 0 %00 0 %10 I JBMsuR 0} @SN
%80 62 %10 1 %P0 ¥y %81 1 4 JOMSUR O} JNOLJD
%62 €82 %0, 08 %92 18 %68 oLl JOASU SO JO JMNU| o ) 1, onen suuds
%L YT 88 % 0E ot %S¢ oLe %1€l b uope.qeeo/shepiOy o AuO| “o T vonmuo 41
%6} 89 %90 L %T L ¥i %9E v Aep Asne :
%8 P 21748 %G'€Z 892 %092 962 %28 89 fep fue
%L'0 74 %90 L %L0 8 %80 oL SABD 500M U0 Auo
%eLL 619 %L Ve [TX4 %181 902 %9'0} 8el PUSHIM 943 18 A0
%611 773 %L €L 961 %9°€lL =T %8 vl JoMSUe OU
%00 ! %00 0 %00 0 %10 1 Jomsue 0} osniRy
%E'L W %E 0 € %60 oL %92 " JOMSUB O) JNOLIP
%6 6% 68L1 %L 15 685 %L Ly s %€ 05 959 JoASU JSOWE JO JNBL( o fonn
%y 9L 186 %061 12 %112 e %66 621 S.ub%oako_.ocsfoc?zkuﬁ?co 91
%90 €2 %10 ! %E0 € %S'L 64 Aep Koro
%2 Gl 144 %66 €Ll %P0l gLl %02 cIe Aep Aue
%Z0 L %20 4 %20 r4 %Z'0 € 8AEp yeam o Auo
%S P 291 %ZG 65 %6°'S 19 %8'Z g€ PUDSOM S} I Al
%6 11 (743 %LE} 951 %9°€Cl =T %8 vl JoMSUB OU
%00 ) %00 0 %00 0 %10 1 JBMSUE 0} 98N8l
%80 ot %Z0 z %80 6 %G1 6} JMSUR O} JNOUNP
%G5Gl 956 %L'EL 961 %GL1 £l %9'02 692 JBAOU JSOUIB JO JAOU| i 1 cepnen
%9’V ¥ %P 0s %Z'S 65 %Z ¥ ] uone.qeed/sAepioy uo Auo w fep g
%Z'Z 8. %L oL %91 8l %b'e ' . Aep Kiona | 1994 81 /8P UM UO
%p'SY 8291 %8 0¥ GV %0 06¥ %9'LS €19 fep Ave
%L0 (74 %0} L %9'0 L %90 8 sAep yeom uo Auo
%681 219 %6 $2 ¥8z %8'€2 L2 %E6 /43 puexeem oij e Auo
€303 |0Quod Kxosd jonuod Kxoxd esed wens uospeduwioy | pejuopsend O




4 ¢

%611 ozZv %LEl 961 %9t} SSt %88 Sii JoMsUe ou
%00 1 %00 0 %0°0 0 %10 L JOMSUB O} 9SNjRJ
%P'S Z61 %Z0 4 %89 7] %L'8 €Ll JOMSUR O} ¥NOUHP
%Z'€E SLb %y Y14 %91 8l %b'S oL Bo00s uey) ssow U080
%Z2) oct %L'6 L %20 zZ %9'Gl €02 600S - 00 USEMIS]|  SUO UO Hurip Il
%G'S 161 %L'L 88 %0'¥ ov %8V €9 600¥ - 00€ UsaMIRq|  Agensn s s
%8'9Z 196 %40€ 9 ¢ %692 208 %9'€T Lie 600¢ - 00Z veemPeq] o Aguenb YA
%16l 689 %02 152 %961 {44 %19} 01z 6002 - 004 uUseMPq
%28 ¥62 %L 8 %06 €0l %Z'8 L0l 8001 - 05 UsEMPq
%8 L 8.2 %89 8. %L L 88 %9'8 ZLl SIS HURIP JOASU
%611 ozv %LE} E %9°€lL SSi %88 Sl MSUB OU
%00 1 %00 0 %00 0 %40 3 JoMsSUR 0) 98nJ8)
%6°'C 6cl %10 § %L'E A4 %'l 96 JOMSUE O} WyNp
%60 i€ %y 0 ¥ %90 L %S’} (174 any | uBy) auow UO{SEI00
%L'E ZEL %ye 6€ %y Z %3S 99 50001 - 009 USeMIBq | GUO LO Xurup Agensn 047
%0°'S 8/l %6'Y 95 %E ¥ (14 %9'G €L 5009 - 0% USBMIG | 51 GUIM YO MOH
%8 El 14 %8G o8t %bPl oL %01 ISL Boo¥ - 00Z ueempq
%801 98¢ %10} Gl %Z'El ISL %E6 &z 600z 0} dn
%105 S6.1 %L 1S 685 %8y Svs %L 06 199 SUIM JURID JOABU
%6 L1 ozy %LEL 961 %9l = %88 S JMSUB OU
%10 4 %00 0 %00 0 %Z0 4 JOMSUB O} 98NJRJ
%9'€ 8zl %b'0 ¥ %62 €€ %0, 16 JoMsUe O} §NoysP uOISE200
%S0 6l %C0 2z %E0 € %4} 14! S9I0Q 9 UB QIOW| 1 i winip Agensn 61
%0} £ %z L {! %Z | 14! %L0 6 soMmoq 95|~ W MO
%082 001 %¥ZE 69€ %E 9T 00¢ %L'ST see somoq p-z| 52990 WU MOH
%9°'6€ (irag! %9'8E ovy %y b 905 %E 9 iy $$01 10 9(NOq |
%E S 6vS %9'EL 651 %E L1 621 %E"0Z SOz 2000 YURID JeAU
1903 joQuod Axoid jonuod Axod osed Teqs UOSEdW0) “P@] uopseny U



€pe

%611 o9zv %LEL %9l 651 %88 SiL
%10 Z %10 %00 0 %40 1 Jamsue 0} 9sn)es
%69 9vZ %0'L %P6 01 %8'6 :743 JOMSUE 0) MNP
%Sl £56 %8vl %SL1 i€l %y 6L £52 500G eyl @ow|  LUOISEI0 SUO
%1 €2 Jra: %Z 92 %602 8€T %Z 2T 06Z 500G - 00 USBMISQ| L0 YU JoAe SuNds
%88 gle %EZI %28 ¥6 %E'Q 28 B00Y - 00E useMIaq| Jo Auenb wnwpEw
%Pl 1SS %194 %L 91 061 %9EL 8Ll B00E - 00Z usaMBG| oy} auB BYM
%08 882 %Ll %Z'6 ]! %8°L 0L 6002 - 00} usemieq
%62 £01L %ZZ %0'E e %P ({4 0001 - 05 usempq
%9'L €12 %9'9 %GL 98 %9'8 2L Sids yuelp JaAeu
%611 o9zv %LEL %9l 651 %88 Gt
%00 L %00 0 %00 0 %40 L JOMSUR 0} 9SN)RU
%6'Y viL %90 . %8S 99 %L L0 JaMSUR O] JNJULP 0S890
%€ AN ! %ET 92 %12 ¥z %8 29 o | UB Wl o winp
%L'L 74 %b'8 9% %9'S 9 %88 Sil B000L - 009 ueamieg( ' tenb €47
%E'L 092 %8 66 %89 8L %b'9 €8 6009 - 00¥ uUeempq
%901 6L€ %801 £21 %9°Z} vl %98 Zil B00¥ - 00Z Usewaq(LUIMUPEL St § JBYM
%LV 191 %6°E Sv %L 69 %bp .S
%0°06 161 %9'LS 886 %L'LY  is] %S'0S 659 SUM HURID JaASU
%6 L1 9zv %LEL oSl %9 SS1 %98 St
%10 r4 %10 I %00 0 %10 b RMSUR 0} SN
%E'9 922 %S0 9 %GL 8 %E 0L sel JOMSUR O} WIOUNP Uoige320
%1€ ziL %S 1S %LZ 1> %ET oe SOMI0Q 9 UBY) @I0W|  SUO LO YUNP 2
%8 262 %Ll £El %0'L 08 %19 6L J0n0 J00q 0 Apenb
%< 8€ 69¢} %9'0F €ovy %9'6€ sy %8'vE sy WINWNBL Y] S IBYM
%L 2L ¥i9 %ESL vl %P8l oLz %9'LL (14 $591 J0 9R0q |
%LSL 44 %L EL 961 %L LL L2 %002 192
~fxoxd jonuod Axod eeed [ auopeend O




%611 o9y %LEl o5l %9EL S5l %88 Gl JoMSUB ou
%40 r4 %40 3 %00 0 %10 3 JMsuUe 0} 98NJR
%Z'C 08 %0 8 %ZT (74 %9E yig JSMSUB O} YNOUNP
%6'8€ vect %E 'GY ols %E VP 505 %98 €€ JGAOU JS0UNS JO JOAGL
%E'Gh 8ys %102 622 %G LI 661 %Z 6 oz {uow € @ouo uey) ssey|  senobuey e eney 611
%001 09¢ %L'ZL gel %66 cLl %' 601 YIUOous 8 93U 0G| Sy S90D USYO MOH
%99 9€Z %9y % %09 89 %88 ot YIUOW © S [BIN0S
%E'E 6Ll %L1 6} %S 62 %¥r'S ¥) NOOM € S3UO0 Joge
%99 £2 %E'} Gl %6'Z €€ %S ¥ 68l HOM B SSL) [BIGASS
%LS €81 %S0 9 %L') £l %92 91 Asp Asone
%6 LI 9zv %Ll 951 %9°€Cl GS1 %88 G JOMSUE OU
%00 0 %00 0 %00 0 %00 0 BMSUR 0} 9SNJR)
%0’} 1% %10 1 %60 oL %8'b rZ Jomsue O} JNOUKP| UOOU 0] DYoo o _
%96 05¢ %90 L %8¢ Fa %8'€Z LIg Aenbes) ‘98| yuup 1A9 oy $90Q0
%192 9E6 %Z ¥ 9.2 %82 092 %L 0E ooV Ageuo1sea00 ‘9ek
%E 1S ge8l %P L9 004 %6°65 £89 %6 v GG ouj
%6 L} o9y %LEl oSl %9¢Ch gSl %88 Sii JaMsUe oU
%L'0 € %40 3 %00 0 %20 Zz JaMsUe 0} I8NJRL
%60 1€ %S0 ] %L°0 8 %E'} Ll JOMSUB 0} ¥NOYMP
%9°9¢ £IEL %p'GY 1S %E OV (114 %8'GZ le€ JOAGU 190LLE JO JGASU wnp
%6°LE £v9 %922 " 14 %p'12 e %8°0L v Yuow € SoUO UBL) S99} Lo\ soo0 ouinoeq 247
%L 04 £8¢ %Z Lt :74 1 %90t £ZI %10k Fax} IUOLU B S0 o4 $90p USYO MOH
%b'9 0£Z %1€ [ %L'G g5 %G°0L 261 YIUIOW © 99LLl} [BIONSS
%Z ¥ 161 %2'Z 14 %L'E a4 %¥'9 ¥8 HOOM B §0U0
%89 174 %60 ot %P'C 6¢ %0'G) 961 HOOM B SPUN] [RINSS
%S'¥ 09l %0 14 %L'L 4} %011 44" Aep Aane
%61} ozv %LEl 961 %9°El E %88 Gt BMsuB ou
%00 1 %10 8 %00 0 %00 o smsue o) osnje|  Pooj ewos Bungee
%92 6 %00 0 %E'T 92 %G 99 JOMSUE O} WIOUNID| 0S8 INOUWM SHuds 911
%019 9812 %8EL 18 %Z'99 GG %2 S¥ 065 ,Rnauiesm)| 1 sopuenb obmey
%181 69 %9’k el %¥'St Gl1 %292 e SAUWNBWOS| NUUP JOAS 8y $90(
%b'9 LEZ %60 (1] %S'T 62 %, YL 28t usyo
%61 9zv %LE} 951 %9E} GGl %98 Gl J9MSUR OU
%00 0 %00 (] %00 0 %00 0 wwsue oyosnjas|  Bunis swes oy
%€ ¥l %00 0 %E'E 8¢ %L 96 Jomsue 0 JTOUAD| I8 QUM JO J06q 0P .
%19t ¥59L %115 £86 %0'LY 96s %0°L¥ ges J0A0U ‘ou| ypm Jepeto) suads
%G € GolLiL %E'EE 08¢ %8'ZE 1715 %G LE Ly SOUIBO0S ‘S84 yUUP J9AG 9y 390Q
%S 902 %8'L ¥4 %Z € 1 %E I} 1141 uaYo ‘S04
1\ Kxoxd joQuod Axoxd esed TENs UoRedwoy | mauopsend | O




Sve

%6 L1 oz¥ %€l 961 %88 SiL JOMSUE OU
%00 0 %00 0 %00 0 BMSUE01OSNB)| conend souo
%Z0 L %00 0 %E'0 v JOMSUE OL INIP! |\ 1 oo 16 JouooR $Z1
%E L1 or %LLL ozl %9'LL 118 BUMeSP Aensn yuizp Agensn oy $800
%8'Sh 'L %P0 vLS %2y 1SS QIOUMOR SAUIBWOS ‘SLIOY I8 SHSWOS
%6°0€ 90L'L %6 ¥ 82 %9°'9¢ 8Ly awoy e Agensn
%6 LI oz %€l o651 %88 SLl JOMSUE OU
%00 0 %00 0 %00 0 JOMSUR O} 98N)SI
%L T %00 0 %LZ X4 RMSUR O} JTOUIP euoe -
% Op orrl %E'SY 91§ %6'0E €0V 29A0U 'Ou| HUUP JAS 8y $80Q
%6'LE SvLL %L9E gy %582 e SOWNSALOS ‘904
%6 ¥L £€S %by 0S %L 6C 88¢ uaYo ‘s8h
%6 L} oz %L E} %51 %g'8 SLL JMSUB OU
%0'0 1 %40 L %00 0 JoMSUE O} 98N)9
%S0 L1 %10 ! %)L SL JGMSUE O} JNOUNP yunsp
%G'L 892 %G'L o8 %S9 58 YIUOW € GOUO UBY) S90I| | oo, o o Buneey 221
%0'S 8.l %S'E or %6'S U ywow 8 eouo noge| Ll 6 [ oot
%Y e %Ll €1 %08 yoL yow & sour @iees | "
%E'Z 18 %0 8 %E'Y 9% yoom € souo yoge| O 8y ss0Q
%09 91z %P0 v %0'¥L €8l HOOM B SBLL) [EJONDS
%ZE 141" %10 L %E8 80} Aep Aeno
%6 b oz %L €Y 961 %88 SiL JoMSUE OU
%10 S %ED € %Z'0 z JOMSUB 0} 9sNjR)
%p'Z 8 %8’} (1¥4 %Y S !snassoe_v 1oyoore Bupfup
%G9 ¥eZ %P8 9 %8 ) 58&-83853 uossed 1 vz
%p'S 61 %ZS 66 %S¥ 65 YIOW B 60U 1I0GR( L o
%€ oL %L oL %00 8L YIUOW B SOUN] [BJoNSS 4 S 1IN O3 e}
%Z'T 08 %L0 8 %¥'E 4 4 O0M B 80UO jnoge| OU S0P USYO MOH
%9'S 002 %80 6 %Pzt 21 ¥OOM B SOLLI) [JoN0S
%6'E ovi %E0 £ %L'6 ozZL Aep K1ene
%6 LF oz¥ %LEL 951 %88 Skt JMEUB OU
%00 0 %00 0 %00 0 JOMSUR O] 9SN)a
%L0 %4 %10 I %S} 6L J0MSUE O} JNOIP
%822 618 %801 €21 %bEY 195 eqeoydde ou P—
%Z LS 6v0C %6°0L 808 %Z'SE 6S¥ 200U o.o_.o. Suoﬂa_uu__no
%S'E szl %0'E ve %Ly 19 YIUOW B SoUO UeY) S50} o
%p'L \S %z} vl %L 0z UOW & 9ouo jnoge| WO S 1N O} 1S}
%L’} W %Z0 4 " %ET o€ YIUOW B sew [esnas| U S0P USYO MoH
%0 ot %40 i i %L0 6 ¥SOM B SOUO Joge
%L0 sz %00 0 : %51 (\¥4 HO0M B SOUH) [2J0ASS
%E0 6 %10 1 : %b0 S fep Aone
~ fxoad joRud Kxoid eswd Tens Uosedwos | Puopsend O

oguod




%998 YOIE %G 96 00FF %E ¥6 SI0t %T VL 626 JOMSUE OU o
%00 0 %00 0 %00 0 %00 0 smsus ol osnel| ooy o' ez
%E0 ot %00 0 %0'0 0 %80 oL a;mueioe_u o sopososow  L21
%0y Sti %0'Z £z %L'e se %9 8 faghns -
%L'6 9z¢e %S'L Il %9'Z o€ %Y'1Z 642 8> pey &y seH
%6 6L £982 %526 5501 %€ 68 8101 %S 09 06L JOMSUE OU o
%00 0 %00 0 %00 0 %0'0 ) TSR O) OSNRI( oot o 1y ez
%Z0 9 %00 0 %10 b %0 S swsue ol WP ' onicdoaow 91
%9'9 sz %6'€ % %6'¥ 95 %E0b vEL oul B2 pos
%PEL L8y %S'E o %.'S 59 %882 9l sok| 10 8uo pey &y sBH
%6 L1 azv %L €l 951 %9El S5 %88 St JoNSUEB OU
%10 z %10 L %0°0 0 %10 ! JoMmsue o) 9SN)aJ odez
%E0 6 %Z0 z %10 1 %S0 9 JOMSUE O} NP uﬂgﬁg .
%L°L9 ozve %9'8L 268 %9'GL 298 %Z |G 299 senou ‘oul 19 SHRSD E
%E'6 gee %6'S 19 %EL £8 %0'¥) €8l sownewos ‘sak PeU 8y seH
%601 68¢ %9’} 8l %P'E 6¢ %¥'SZ ZEE ueyo ‘seh
1230} {oQuod — Axosd jOQUOD Kxoxd esed @ens vospedwod | R uogseny 0



Lye

%6 L} 723 %LEL 961 %€l Sl N%.c m% TOMEUE OU ook
%00 0 %00 0 %00 0 0 RMSUR O} 9SN))
%60 ¢ %00 0 %L} £ %S’} 0z e 01 WP "o o omenoq . X1
%G LL 8LIZ %E08 516 %P6L 506 %¥'EL 956 ou| Su -
%6 ape %19 69 %6'S 29 ﬁ.& 2z sak|PoIsaLE UBeq &y SeH
%606 662¢ %586 {10 %b'26 oLlh 8L 9201 OMSUE OU
%00 0 %00 0 %00 0 %00 0 RMSUB 0} 98N)RI !ssoi.e.i,__.iu%ﬁ..z%
%E0 ot %00 0 %Z0 z %90 8 JMSUR O) WD .o in rwoy 10 popod  FET
%12 SL %20 8 %60 oL %by IS 0u| L enes 0w 81y Buung
%9 74 %80 6 %9’} 81 %ol Pz sok
%6 06 66Z'€ %586 €zl %¥ 16 oLl %9'8L 920’} 0MSUB OU
%00 0 %00 0 %00 0 %00 [ JOMSUE O} 98NJRI
%80 2 %00 0 %p'0 S %L} z JaMSUE O) HNOUP Wnp
%Z'T 08 %Z0 z %L0 8 %¥'S oL Aypuenb ey} 0 NS 10U NG ‘Suids MUBIP| gy 10 Auenb
%E'L ¥ %E0 € %S0 9 %6'Z g B00s uey) aoow| s ey o sem
%L1 o %b0 S %p'0 ¥ %¥'Z i€ 600G - 00Y Loema| o e iu ey 07
%E0 6 %00 0 %10 b %90 8 BOOY - 00E UsemPeq powed
%90 z %E0 € %E0 £ %z} ol B00E - 00z ueempq| % 88
%10 b %00 0 %00 0 %E0 ¥ 600Z - 001 Usameq| 190w sn Buung
%10 € %00 0 %00 0 %Z0 € 6001 - 0G ueempq
%9'Z v6 %0 4 %E 0 € %9 18 Suou
%606 662'€ %G 86 €zl %p'L6 oLl %98 920’} JOMSUE OU
%00 [ %00 0 %00 0 %00 0 Jomsue 0} 9snj8l
%60 ve %00 0 %p'0 S %Z'C 62 JRmsUe O) INOUHP
%60 v %10 ' %0 s %Lz 8z AREnb 04) 10 918 10U 1N UMD e o s
%Z'0 L %10 L %10 i %¥'0 S o | ueyl oW o e oo Keoy 621
%Z0 L %Z'0 z %00 0 %0 S 60001 - 009 UeemIq powed
%Z0 L %10 1 %10 1 %¥'0 S 8009 - 0O Ueempg| 10 POUSd o
%Z0 9 %00 0 %00 0 %S0 9 B0OY - 00z usempq| 19O S Buung
%10 z %00 0 %00 0 %20 F4 800z 01 dn
%b'9 622 %Ll Zl %9’} 8l %Z'SL 661 SUIM HURID JOASU
%6 06 662°€ %S 86 €Lt %26 oLLL %9'8L 9201 OMEUE OU
%00 0 %00 0 %00 0 %00 0 JoMsue 0} 9SN)8J
%EL ov %10 L %90 L %62 8¢ RMmsUe 0} ynoygp lunip 1eeq o Aguenb
%60 ze %00 ) %E0 £ %Z'Z 62 Aguenb oy} JO 8INS 10U JNq 190G HUBIP| WNWNEW S} SBM
%20 L %10 3 %Z 0 Z %E 0 14 $9I0q g UBY) SI0W | Jeym ‘Supuup ABey  8Z7
%10 v %00 ) %40 1 %Z0 € soMq 9-G|  Jo poued JeoRy
%80 62 %Y'0 S %Z'0 r4 %L} z somoq #-Z| 0w siy Buung
%50 6l %10 1 %Y'0 v %Ll vl $59) J0 OMOq | i
%E'S 681 %80 6 %0'L L %0'EL 69l euou
1e303 108u00 ~ Kxoxd joquod — Axoxd os®d G UoRNdwo5 | D uopeend O




%98V Wil %} 16 €85 %995 v %E6E €15 JMSUE OU
%00 0 %00 0 %00 0 %00 0 JOMSUR 0} 0SNJ8) ook 158d

%L} 6 %00 0 %80 6 %e'Z o¢ somsue OL MOUNP| o oo cuncepn O€1
%9'6€ 1ZrL %0'ZP 6L¥ %E'SE 2oy %Y LY ors ou g

%L 01 ¥8e %89 -7 %yl v %021 z2 sak

%00 0 %00 0 %00 0 %00 0 JOMSUE OU

%10 z %0 Y %00 0 %10 b JOMSUB 0) 9$NJ8J equea dn

%LZ 86 %10 i %€ [ %8y 2 smsue o) ;noupp| Buueqos eojuexe  ge
%8'SY o'l %0'LS 186 %GES 019 %S'¥E os¥ oul ueeq e oy seH

%' LS vbgL %68y 185 %y EY S6¥ %09 z6L seh

%61 9582 %8'S8 8.6 %p'S8 ¥.16 %€E’69 %06 hodnus

%00 [ %00 0 %00 0 %00 ) JOMSUR O} 98NJ0U

%10 € %00 0 %10 ' %20 z smsue o) o = 10l SA AP ey
%LSl oS %8 LI veL %g'LL SEL %8'0C 974 ou

%Z'S 981 %52 82z %9'Z of %86 8zl $0h

%00 0 %00 0 %00 0 %00 0 JOMSUB OU| 0000 oo ue 103

%00 0 %00 0 %00 0 %00 0 JBMSUE 0} 9S8! | mucysearoud suo swos 0

%80 14 %00 0 %80 6 %'l 8l Lmsue 0} ....o,_ﬁ, myom s _..u_s.s! [5e]
%68 6282 %8'S8 8.6 %98 596 %6'L9 988 *npe

%€ 0Z 62. %Z ¥l zoL %9pL 991 %L°0¢ LoV h;oi.u:» 10 dreu pey Jano oy 4

%00 0 %00 0 %00 ) %00 0

%00 0 %00 0 %00 0 %0'0 0 sowsue o) esnjau o SIOUZHIOORE
%9'Z v6 %90 L %0'E ve %Y €5 Jomsue O} WIOUMP| oo o uogn poped €1
%G'ES 116 %L LS 869 %0°95 8€9 %9'LY 129 oUl e uoeq aioup SO
%6'EY yISL %L LY Sl %L LY 89y %b'8Y LED sk
%6 L1 ozy %LEL 961 %9EL SS1 %88 SLi JOMSUE OU

%10 z %10 1 %00 0 %10 ! JOMSUR 0} 98N)0J ofe yuow

%02 L %St L %E'L Sl %1€ ov JMSUB O JNOUD| QU0 SEOUBSOW .
%LV 598 %L 02 92 %102 622 %L 0 oov 90§99 LIUOW B UBLY $99{| IO S96) ‘IO YULD
%6V 1061 %L'19 €02 %Z'29 602 %52 565 810)9q YIUOW € S8 SWes oyl oge|  Agueuns ey se0g

%L 'L XY %¥'Z J¥ %82 2z %67l y6lL J0J9q YIUOW B UBY) SJ0W
%6 1L ozp %LEL 961 %9El SSl %88 SLt J0MSUB OU

%10 z %10 I %00 0 %40 b smsue ojesney|  obe seak suo

%L or %50 9 %L €l %9'L 4 JoMSUE O} JNIUIP| S8 GUES By 108 .
%L'82 6201 %G'2¢ 0L€ %G5 162 %282 89¢ @0j0q 120k & UBY) $991| 10 $$9) ‘2J0W YuLP
%EEY ¥es'L %6'LY 9¥s %68V 156 %9VE 8 4 010j0q JESA B SE SRS S} IN0G8|  Agueund ey $80Q

%6 Pl VES %P'S 19 %601 vZ) %L'9C eve 910)9q J2oA & UBL) QoW

1230} |0Qu0d Kxoxd joQuod Kxoxd os8d wjens uosyedwod) Py uopseny ~ ©




éve

%00 0 %00 0 %00 0 %00 0 Jamsue ou
%00 0 %00 0 %00 0 %00 0 JOMSUR O) asn)al
%ETh ovv %6°C S¥ %094 281 %E 9L nmu %s%@% poxows o
%8'€Z ¥s8 %L°6Z £62 %9'PT 082 %512 182 Jouypeu *
%02 VL %6} w %G1 m %5'Z 3 swased yoq ‘sek| "N Swased sy GABH
%90 (¥4 %0 8 %90 L %S0 9 ,.8!.8:_”8»
%E L9 6612 %L 29 A7) %P LS ¥59 %Z 65 £l Auo Jeue) ‘sek
%E G 6¥5 %161 81z %90C % %p L 96 JaMSUe OuU
%00 0 %00 0 %00 0 %0°0 0 Jomsue 0} 9snjel
%0'LL y6¢ %b0 14 %S9} 88} %SGl 202 JaMSue 0} WOUD Agemnbes
%2 S8 %6'C €€ %p'Z 1] %61 [-74 po S04 0c<| Bupows pelelsey S
%6'€Z 168 %8'.Z LIg %22 e %822 862 PIO 82804 6Z-0Z|ueym 8y SBM PO MOH
%Z'9Y 1591 %G'8¥ €65 %G'8€ 6cY %0’ LS G99 po 83204 61-04
%Z'L [~ 4 %EL St %80 8 %G'L 6} P 85204 0)>
%E Gl 6vS %161 81z %90 GeZ %yl 96 Jamsue ou
%00 0 %00 0 %00 0 %00 0 JOMSUE O} 98N)RJ
%L 92 %E0 € %8°'Ch gvi %98 SLL JOMSUE 0) XNOLIp [ensn sem
%ZEL Uy %521 Fa 4} %9'6 601 %691 12z Aep s9d 0Z veyi asous| Aep sod Auew moy P
%E'TY 9161 %8'9Y veS %6'9¢ 44 %0'EY 195 Aep 0d 0Z-11| ‘perows 8y LBYAA
%L'GlL LS %9'Gl 8Ll %LEL 6v1 %ol vz Aep %d 0}-9
%8'9 [ /4 %L'S S9 %0°L 08 %GL 96 Aep 10d G-}
%EGL 6YS %161 812 %9'0Z cee %yl 96 JMSUe OU
%00 w %00 0 %00 %u %00 wN JOMSUR 0} 95NJ8)
%L1 1 %30 L %Z'€ %83 JGMSUR O} §NYYD
%60 ie %60 oL %p0 v %€t Ly (kyoecs) seup| U2 UO IO en
%991 G6S %E'0L L %56 804 %Y'82 0.g sopaeiio pasyyun
%E €Y 0.2Z %189 9LL %6 V9 orL %8°LS .7 sopasefio pessly)
%ZC 6L %9°L 8l %S} Ll %Y'E 4.4 1s0.4ded
%0898 GS1€ %968 9.6 %0'.8 266 %016 811 JOMSUE OU
%00 0 %00 0 %00 0 %00 0 JOMSUR O) 9SNnJ8)
%00 b %00 o %00 0 %10 L JOMSUE O} HNOUID Aenbou
%¥b'S v61 %b'L ] %P9 €L %82 e yeep 810j0q S804 01 UBY) Sow| Bupjows dois oy PP TN
%ET Fa’) %ZE 9t %0€E ¥e %60 A Ymep 810J9q $J86A 0] > 'SI8BA G<| obe sk Auew MOH
%86'L 89 %0'2 £z %81 (¥4 %8'L vz yeop 210jaq $Je0A G > ‘JBeA |<
VALK ] %8l ¥4 %81 0Z %y 4.4 YIeep 210j0q J8eA BUO UeY) $56|
%00 0 %0°0 0 %0°0 [/} %00 0 JOMSUR OU
%00 0 %00 0 %00 0 %00 0 JOMSUE 0} 9SN)8I
%00 1 %10 i %00 0 %00 0 JOMSUE 0} BNOYLP mows N
%L'2L 9092 %G99 86/ %¥p'99 ISt %9'c8 1604 Jpws-ueunde 'seh|  weunde ey i
%0°Ch ocy %y¥L ¥ol %0°€L 14 %06 gLl JHOWS-XD ‘'0U
%EGL 8vS %061 L1 %902 S€2 %¥ L 96 JOHOWS B JOAGU
1©0} {0RQuUoD ~ kxoxd joQuod Axoid eswd @GNS uosuedwioy | Pejuogsend | O




%00 0 %00 0 %00 0 %00 0 Jamsue ou|
%00 0 %00 0 %00 0 %00 0 JOMSUE 0} 98n)8J Jromavns
%00 0 %00 (] %00 0 %00 0 Jmsue O} OUD| o o) oy 81 er
%G58 990¢ %8'€6 6901 %8°C6 6901 %L 1L 826 ou
%y pl ols %Z9 L %Z9 sl %L 82 233 8ok
%00 0 %00 0 %00 0 %00 0 JoMSUe Ou
%00 0 %00 0 %00 0 %00 0 JeMsSUE 0} 98NJRJ| LEoe Mo
%00 0 %00 0 %00 0 %0'0 0 Jomsue O} WYOUIPI (i, Senoy ey 3900 1 {%o]
%S°19 9022 %91 166 %8'€S €19 %8'9L Z00L ou :
%S '8 6.€1 %Z 8Y 6¥S P YA 4 125 %2 £2Z £0€ 94
%00 0 %00 0 %00 0 %00 0 Jemsue ou
%00 1 %00 0 %10 l %00 0 JBMSUR 0) 98NJ8)
%10 z %10 1 %00 0 %40 I L0MsUB O WDl oo
%S 06 %L0 8 %04 Ll %b'S ¥) yyesyY i O} POIB. SUOSBRJ J0} ‘OU prd embos oy sy 3
%2 L1 ooV %Ly ¥ %0V oy %G'€Z 10€ Aypyeau; o} 9np ‘ouf
%06} 089 %8 LI SEl %8’ LI cel %' L€ ol¥ YWEsY |} O} POIBIRIUN SUOWAL JO) ‘OU
%E L9 e %ZEY 6v6 %L €8 6 %G'6€ oL 804
%00 0 %00 0 %00 0 %00 0 JOMSUR OU
%00 0 %00 0 %00 0 %00 0 Jomsus 0) 98n)Ru|
%60 ze %10 1 %60 01 %94 12 Jamsue 0} JNOUMP 2Luoneonpe
%084 9v9 %E'TZ ¥5Z %Y'ZT =74 %G04 LEL 2By ameydwooewos 10 JoAR) S 81 IBUM bd
%Z 12 09, %E T ¥52 %6'22 192 %88l A Azepuoses pesyereds
%0702 L4 %09l rat]) %081 S0Z %E 6T oce 100498 [BuoissaoId
%665 oErL %P 6€ (4 4 %6 GE 60P %8 EV zis Arpuo2os SRIdW0o W0
%00 0 %00 ) %00 0 %00 0 JOMSUB OU
%00 ] %00 ] %00 (] %00 0 JOMSUE 0} 98n)8)
%00 0 %00 0 %00 0 %00 0 JOMSUR 0) JNoNNP
%8'L 8.2 %ES 09 %Z'G 65 %ZZL 651 PoUJBL AU Lsneis 613
%9’} o5 %S0 9 %20 8 %Z'E Fa g JONODIM| B SIY St IBUM
%901 6.€ %19 69 %L'S G9 %881 [~ 4 Peyesedas/PIOAD
%0'L1 €6€ %101 St %90} (¥4} %0°ZL ISt 9snods peusisiaiun Yy Buny
%L'69 6.¥2 %1L'8L 068 %8 LL 188 %8'ES zoL esnods pessisiBos yim Buwy
1230} joQuod Kxoxd jo5uod Kxo.d es®d W [T xeyuopsend O




1SE

%00 0 %00 0 %00 0 %00 0 JAMSUEB OU
%00 0 %00 0 %00 0 %00 0 JOMSUR 0} 9518} (ssapsaiq Ouuooeq

%' 98 %P0 S %¥'E 6¢ %Z'E A JomsUe 0} NP noummmspdn
%08 882 %Z'4 143 %E'} St %861 65¢ ¥NOULP OO0} ‘OU 10N ¥ dn quAD 8y PIND
%8Pl 625 %Z'8 ¥6 %L6 (AN} %8P yze AYnouip SIS Ym * SLRUOW Moy 198d L4 Uj
%8'¥L z892 %1 06 1201 %G'S8 6.6 AN 089 Apseo 'soh

%0 0 0 %00 0 %00 0 %00 0 JOMSUE OU

%00 I %40 ! %00 0 %00 0 Jomsue 0} 9snja;

%80 o¢ %10 ! %0°L L %p'L 8l JBMSUR 0} JNOUHP ¢Bunuow
%80V £opL %905 LIS %02y 6Lv %z LE Loy Jensu oy u ybnoo sl
%i'8 682 %E 04 L1 %08 16 %Z'9 18 Ayl  Kmnsn oy s800

%681 8.9 %.'61 6% %L0Z 9€Z %991 ya%4 SOWNSLLOS

%b'LE vZil %Z 61 612 %E BT £2¢ %9 ¥ 286 uayo

%00 0 %00 0 %00 0 %00 0 Jamsue ou

%0'0 0 %00 0 %00 0 %00 0 JBMSUR 0) a8nje) ¢med jsed

%Z0 9 %0°0 0 %0°0 0 %60 9 JOMSUE O} YNOup| o) Ul $euoq UeNoXq I
%Z' €6 ree %Y’ G6 1801 %Pp'G6 1801 %G'68 8oLl ou| Auepeyoy sey

%9°'9 182 %9'¥ 5] %9V ] %001 LEL soh

1230} jonuod Kxoid jouod Kxo.d esed Hjens uospeduioy T xejuopseno O




Appendix 7

Distribution of analysed responses to validation
interview questions by respondent type
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Appendix 8

Frequency of responses to questions about
frequency of alcohol consumption by respondent

type
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Table 1.1 All households
Case proxy Control proxy Control
beer daily 13.4% (170) 7.0% (79) 5.2% (59)
weekly 31.4% (400) 36.2% (409) 37.0% (422)
monthly 25.7% (327) 31.8% (359) 30.6% (349)
rarely/never 29.5% (376) 25.0% (283) 27.2% (310)
wine daily 6.7% (85) 1.0% (11) 0.3% (3)
weekly 10.7% (135) 5.8% (65) 5.2% (59)
monthly 21.9% (278) 31.6% (355) 28.9% (329)
rarely/never 60.7% (769) 61.8% (697) 65.7% (749)
spirits daily 12.8% (162) 2.9% (33) 2.0% (23)
weekly 30.3% (384) 23.4% (265) 24.8% (283)
monthly 39.1% (496) 52.4% (593) 52.4% (597)
rarely/never 17.8% (226) 21.2% (240) 20.7% (236)
surrogates  daily 23.8% (303) 1.9% (21) 0.9% (10)
weekly 11.8% (150) 2.8% (31) 2.1% (24)
monthly 5.7% (73) 3.6% (40) 3.4% (39)
rarely/never 58.6% (746) 91.8% (1,033) 93.6% (1,067)
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Table 1.2

Households with spouses as proxy

Case proxy Control proxy Control
beer daily 11.9% (92) 7.0% (69) 4.9% (48)
weekly 31.6% (245) 36.6% (358) 37.8% (372)
monthly 25.9% (201) 30.9% (303) 29.6% (291)
rarely/never 30.6% (237) 25.4% (249) 27.7% (273)
wine daily 5.0% (39) 0.9% (9) 0.2% (2)
weekly 11.1% (86) 5.5% (54) 5.2% (51)
monthly 21.7% (168) 32.3% (316) 28.8% (283)
rarely/never 62.1% (480) 61.2% (598) 65.9% (648)
spirits daily 11.5% (89) 3.1% (30) 2.0% (20)
weekly 31.9% (246) 24.2% (237) 25.6% (252)
monthly 40.2% (310) 52.0% (509) 51.6% (507)
rarely/never 16.5% (127) 20.7% (203) 20.8% (204)
surrogates  daily 18.8% (145) 1.4% (14) 0.8% (8)
weekly 10.0% (77) 2.7% (26) 1.9% (19)
monthly 6.0% (46) 3.5% (34) 2.9% (29)
rarely/never 65.2% (502) 92.4% (899) 94.3% (928)

369



Table 1.3

Households with proxy who reported ‘good’ or ‘excellent’ knowledge

of the index
Case proxy Control proxy Control
beer daily 11.0% (112) 6.1% (59) 5.0% (48)
weekly 31.0% (315) 36.4% (351) 37.4% (362)
monthly 27.4% (278) 32.7% (315) 30.5% (295)
rarely/never 30.5% (310) 24.8% (239) 27.1% (262)
wine daily 6.4% (65) 0.8% (8) 0.2% (2)
weekly 10.0% (102) 5.5% (53) 5.1% (49)
monthly 22.3% (227) 31.1% (299) 28.6% (277)
rarely/never 61.3% (624) 62.5% (601) 66.1% (639)
spirits daily 11.5% (117) 2.8% (27) 2.0% (19)
weekly 28.5% (290) 22.3% (215) 24.6% (238)
monthly 40.4% (411) 52.8% (508) 52.0% (502)
rarely/never 19.6% (200) 22.0% (212) 21.4% (207)
surrogates  daily 22.0% (223) 1.7% (16) 0.8% (8)
weekly 11.7% (119) 2.6% (25) 2.0% (19)
monthly 5.9% (60) 2.9% (28) 2.8% (27)
rarely/never 60.4% (612) 92.8% (888) 94.4% (913)
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